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FOREWORD

This report represents the result of studies by persons in the State of
Tennessee interested in the mentally retarded. Nine committees of laymen, profes-
sionals and other citizens, appointed by the Tennessee Department of Mental Health,
have been working diligently on this project since January ~f 1965. The reports of
these committees are intended to result in a plan for beginning a comprehensive
action to combat mental retardation as required by United States Public Law 88-156.
The full report of each committee is available from the Tennessee Department of Men-
tal Health. This report contains the consolidation of the work of eight task force com-
mittees. They are:

Committee on Coordination and Implementation of
Programming for the Mentally Retarded

Committee on Case Finding

Committee on Residential Facilities
Committee on Special Education Service
Committee on Community Care Centers
Committee on Public Awareness

Committee on Employment Opportunities for
the Mentally Retarded

Committee on Volunteer Organizations

A complete list of the committee members and other personnel involved in these
studies is listed in Appendix A to this report.

Each committee functioned separately and independently from the other com-
mittees with the Department of Mental Health furnishing some liason between com-
mittees and such coordination as was felt to be helpful without interferring with the
independence of each study group. Once each study group had made its report the
reports were condensed and edited to eliminate over-lapping and to provide contin-
uity and consistency of content by a speciai editing committee of the Advisory Coun-
cil on Mental Retardation.

It is recognized that other phases of the problems of retardation could have
been treated separately by special committees. Research, prevention, and the re-
tarded and the law are three phases which could well have been topics for special




committee consideration. These topics are touched on by the reports of several of
the committees. Some of the reasons for leaving out a special project on the retarded
and the law include the fact that the Law Revision Commission is presently engaged
in making a study of the criminal laws of the State of Tennessee which will touch
upon aspects of the problem. Tennessee has recently changed its law regarding ad-
missions of retardates as well as mentally ill persons to State institutions. A spe-
cial research project is underway at George Washington University for the purpose of
designing a uniform approach that all the states can take in this regard. The Legis-
lative Council committee has had two studies touching upon this subject and various
State departments have completed or are in the process of revising many of their rules
and regulations that touch the retarded.

As noted in several of the chapters prevention is the most vital link in the
chain of setvices to the retardate. In fact, the thrust of this entire report is that the
programs here proposed are calculated to prevent retardation where that is possible
and where that is not possible, to prevent the disastrous consequences of retardation
where, by use of an enlightened and dynamic program, these consequences can be
avoided. For convenience to the reader especially interested in bo th these types of
prevention, a short chapter is included that sets forth the high-lights of the committee
findings and recommendations directly bearing upon prevention.

No inventory of the various research projects currently being undertaken in
the State was made. In a sense, every facility dealing with the retarded, every civic
group or state program for the retarded is to some degree engaged in research and ex-
perimentation. Our private universities and hospitals as well as our state institutions
are involved in research projects and one of the main reasons that the committee on
Community Care Centers recommended that the regional facilities be located within
the shadow of univetsities and hospitals was because this is calculated to get these
universities and hospitals more involved in retardation research. Furthermore, one of
the considerations for racommending a Special Assistant for the Governor in the chap-
ter on Coordination and Implementation and recommending closer cooperation between
the various professions and disciplines was that it is recoghized that our research
facilities need to be made more aware of the opportunities and needs for expanded re-
search, they need to be more closely coordinated and there needs to be a greater flow
of information between them.

In short, it is recognized that this report is neither all inclusive nor ex-
haustive. It is a plan for a beginning. We are late. There is much else that could
be said but even more than must be done.

F loyd Dennis, Pfoject Editor
Shelbyville, Tennessee
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SUMMARY OF MAJOR FINDINGS

Tennesseans generally are unable to distinguish between mental retardation
and mental illness.

Tennesseans are not only unaware of the nature of retardates but have many
false ideas and misconceptions that have served to slow progress in the en-
tire field of retardation.

State programs have been limited mainly to residential care in state institu-
tions and-aid to a limited number of special education classes and sheltered
workshops.

There is little coordination between departments or between agencies of the
same department in finding and meeting the needs of retarded Tennesseans
although they are estimated to compromise 3% of the population and problems
of retardation directly affects an estimated 10% or more of our population.

Nearly all of Tennessee schools and colleges offer insufficient or no courses
or materials relating to mental retardation. This is true even of schools
teaching professionals who will deal with retardates, e. g., doctors, law-
yers, teachers, police and social workers.

Most retardates do not belong in large central institutions. Moderate and
even severely retarded profit most by being kept at home ot in the home com-
munity if adequate services to retardates and their families are available.

Failure to spend money to evaluate, train and habilitate retardates in their
community is false economy since more than three-fourths can become self-
supporting or productive members of society.

The problems of retardation cut across traditional lines of action in both our
public and private sectors and, therefore, call for special instruments of co-
ordination and communication if the problems are to be recognized and solved.

Early identification and evaluation is essential to effective programs to pre-
vent retardation or to effectively aid those cases that are not preventable.

While there is a severe shortage of technically qualified people to do all that
needs doing, and while there is much we don't know about retardation, we
have sufficient knowledge and personnel to make tremendous progress if
Tennessee makes a resolute committment to a comprehensive program for its
mentally retarded citizens.
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11. The mentally retarded are citizens and as such are, by the U. S. C onstitution
entitled to "the equal protection of the laws." The spirit of this philosophy
urges that retardates are entitled to be educated, trained and equipped for
life according to their capabilities just as other citizens are educated,
trained anl equipped for life according to their capabilities.
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10.

SUMMARY OF MAJOR RECOMMENDATIONS See

Chap.
The governor should appoint a Special Assistant on Mental Retardation. He would 10
have an executive assistant and clerical help. 8

There should be an Interagency Committee composed of a high-level representative from |10
each department or agency with the special assistant serving as chairman,

The governor should expand the Advisory Council on Mental Retardation to a total of 10
fifty (50) lay and professional leaders. The Special Assistant would serve as execu-
tive secretary.

Six (6) regional community care centers should be established at Memphis, Jackson, 8
Nashville, Chattzncoga, Xnoxville, and Johnson City. Each center would provide
comprehensive diagnostic services, consultants for smaller centers in the region and
a full array of services for the retarded. The Centers would be loc ated, insofar as
practical, on the campus or in close proximity to a university and would cooperate
closely with the university.

Community care centers should be established in Oak Ridge, Kingsport and Bristol, and| 8
each should provide a full array of service exclusive of diagnosis and services for the
surrounding area.

Smaller community care centers sheuld be established in the remaining approximately 25}8
communities having a population over 10,000. The services would vary somewhat
with the population, residential facilities being omitted in all but the largest commun-
ities.

Still smaller community care centers should be established in the remaining 40 0or 50 |8
counties or communities located in sparsely settled rural areas. Services would vary
extensively with population, but each would have SMR and EMR classes and perhaps
a combination of day-care, sheltered workshop and vocational training service.

The State should assign a licensed architect to study the facilities needed, to prepare 8
typical plans and to assist each community in selecting a site and in planning its
community care facilities.

The community care centers should be administered by a local non-profit corporation or- |8
ganized for the purpose.

Institutional facilities should not be set apart from communities by fences or other 9
barriers.
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The central institutions should replace the ward system of living facilities with cottag# 9
type arrangements.

Locked facilities should be unlocked and training and activity programs substituted
for custodial and unprogrammed care.

A research consultant position should be established at each central institution.

A professional category of "training specialists" should be established and included
in the organizational tables of the satellite or regional centers.

Full-time or part-time program consultants should be continuously employed by the
Department of Mental Health to insure that all future facilities and services are well-
planned. Too often in the past program decisions have been relegated to architects
employed to design the facility.

Institutions should be operated under a flexible admission and release policy with an
increased emphasis on out-patient services.

The position of Director of Standards for Mentally Retarded Care Centers should be
established to set licensing standards for all institutions providing care for retardates
and to set rates which would pemit these licensed institutions to maintain the re-
quired standards.

Coordination and cooperation of volunteer organizations and governmental agencies is
needed at all levels. The state must offer leadership to encourage this needed coor-
dination and cooperation.

Institutions must make a place for volunteers. Both the administrative and line per-
sonnel must welcome volunteer assistants, clearly develop and describe jobs assigned.
to volunteers. Every institution should have a volunteer representative at staff or
faculty meetings.

More aggressive case work service should be made available to the families of
applicants for institutional care.

Professions involved with day care work should be made aware of the value and need
for day care facilities for the retarded.

A directory of services for the retarded in Tennessee should be compiled and publishec
immediately and kept up to date. Schools, colleges and universities (both public and
private) should provide mental retardation subject matter in professional education
and should offer expert assistance in special programs.
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There should be an intensive effort to promote the use of materials on mental retarda-
tion in regular publications of professional organizations, volunteer organizations,
religious organizations, and state departments and agencies.

Well-baby clinics and other centers serving large numbers of infants and young child-
ren should try to develop screening procedures operated by volunteers to facilitate
early recognition of retardates.

Volunteer groups should be encouraged to offer home-maker services for the families
with retarded children, to relieve the harried mother, and to teach more efficient house
keeping methods and child-rearing practices.

Physicians, public health nurses, social workers and other professionals need to be
kept acutely aware of the opportunity for identification of the retarded signaled by such
things as infection, RH factor incompatibility, chromosomal disorders occurring in

the history of patients or their relatives.

The Department of Public Health should assume the responsibility for seeing that no
mother shall be denied needed pre-natal care and training. The Department of Public
Welfare and other welfare agencies should be actively involved in this prenatal pro-
gram,

Mandatory minimum standards and procedures need to be established by law to assure
that all delivery facilities are able to cope with birth emergencies that could produce
retardation.

Public and professional information programs reminding professionals and the general
public that avoiding infectitious diseases such as rubella , ruebolla and others can ba
an effective means for preventing some forms of retardation. Parents of mongoloids
should be given genetic and birth control counseling.

The state should legally require that all infants be tested for PKU.

The educational and training objectives of special education should be reviewed and
directed toward development of (a) occupational adequacy, (b) social competence con-
sistent with the work level a retardate will assume, and (c) personal adequacy.

Legislation should be enacted to provide pre-schoo! or preparatory classes for retar-
dates.

Area diagnostic centers should be developed or existing community mental health cen-
ters should be expanded to service families of the retarded. This is important becausd
at present the family of the disadvantaged individual is usually the forgotten and neg-
lected problem.
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The training centers now being established across the state should be developed into
Comprehensive Work Evaluation and Training Centers incorporating a well-planned
job placement and follow-up program. These centers should expand their programs to
handle also the more severely retarded.

Once a person is served by the Division of Vocational Rehabilitation, his case should
not be closed as "rehabilitated" until at least six months in employment have passed
rather than the present two months.

The state should provide assistance in developing more sheltered workshops in con-
nection with the work training centers,

Every school system should be required to have at least one (1) class for severely
mentally retarded, adequately staffed, for every fifteen {15) retardates.

The educational evaluation of mentally retarded individuals should be based upon a
more comprehensive diagnosis which would be used as a basis for placement in
classes with better planned curricula. In some SMR classes the "curticulum" is
little more than baby-sitting and in some EMR classes the curriculum is so watered
down as to be of little value.

Students in special education programs should a ve a well-rounded school program
which would stress, however, manual skills rather than academic training. Retardateﬁ
need more physical education programs and pre-vocational and vocational classes.

There should be a written agreement among the state agencies which will be supplying
the various services needed by the special education classes guaranteeing a "dove-
tailing" of services.

A mandatory class attendance code with legal enforcement for all retardates eligible
for school attendance shouid be more stringently enforced.

A records system to follow retardates from identification through job placement is re-
commended.

The State Department of Education or university departments of education should es-
tablish a mental retardation instructional materials center to inswr e efficient class-
room instruction of retarded children.

Teachers for retardates should have to meet special requirements for qualification .

Nurses, policemen, probation officers, and others working directly with retardates
should have supervised experience included in their training programs.
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Every child, regardless of the parent's financial status, should be screened soon after
birth for metabolic disorders, e. g., phenyketonuria, galactosemia, and maple syrup
urine disease.

Improved communications between the State Departments of Public Health, local heaith
departments, private practioneers, medical schools, the Department of Education, the
Public Welfare Department and the Mental Health Department should be effected.

Emphasis should be placed on training social and welfare workers to recognize early
symptoms of mental retardation in young children.

Continuous health supetvision should be exercised over children reported in the "High
Risk" category.

Kindergarten should be made a part of the public school system with attendance com-
pulsory at age six and desirable at age five. Kindergartens, which have as their main
purpose the evaluation of the child's readiness for school, can play a major role in
case finding.

Every child entering the first grade should be given readiness tests and those adjudged
"not ready" referred to complete evaluation.

Group 1Q tests, both verbal and non-verbal, should be administered to all children by
the fourth grade.

All children should be referred to the pupil personnel services for further study upon
their failure to complete satisfactorily any grade in school.

There should be an immediate referral of the name of all "drop-outs" to the Division
of Vocational Rehabilitation in order that evaluation, guidance, and training may be
immediately instituted.

Highly trained professional persons should be employed to devise examinations for use
in case finding which can be administered by non-professional persons under adequate
supervision,

An expanded staff in the Division of Vocational Rehabilitation is necessary to serve
adequately the retarded adults throughout the state.

Additional funds must be allocated to the institutions sponsoring training for work in
the area of mental retardation.

Tennessee should establish the University Affiliated Training Centers for "physicians
and other specialized personnel needed in the field of mental retardation " which are

5




provided for in Public Law 88-164.
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THE NATURE OF MENTAL RETARDATION
I. MENTAL RETARDATION DEFINED

Feeblemindness, imbecility, moronity and amentia are a few of the words
which have been used in the past as names for conditions now included in the broad
term "mental retardation." "Mental retardation is not a disease, but rather a symptom
of a disease, of an injury, of some obscure failure of development, even of inade-
quate opportunity to learn. ... It can be so severe that the afflicted person never
leaves protective care, or so mild that it is detected only under stress or through
special tests.” A mentally retarded person is one who at birth or in his growth years
has or develops a handicap in his thinking ability that robs him of the power to func-
tion or act like a person of his age that has ordinary thinking ability. That is, it
refers to below-average intelligence which starts at birth or during a child's growth
period and is associated with the failure to think and act as effectively as the aver-
age person of the same age.

The American Association of Mental Deficiency has defined mental retardation
as: "sub-average general intellectual functioning which originates during the develop-
ment period and is associated with an impairment in adaptive behavior." The Pres-
ident's panel on mental retardation stated it slightly differently by referring to the
mentally retarded as "children and adults who, as a result of inadequately developed
intelligence, are significantly impaired in their ability to learn and to adopt to the
demands of society."

[I. MENTAL RETARDATION DISTINGUISHED FROM MENTAL [LLNESS

To a large extent, the public's misunderstanding of mental retardation is the
result of confusing it with mental illness. While the same individual may manifest
both problems (the mentally retarded may also become emotionally disturbed) , in
most instances the problems are separate. Briefly, mental illness is a disorder of
the personality or the emotions while mental retardation is a condition characterized
by subnormal intellectual development. Mental retardation can be caused by any
condition which interferes with a person's intellectual development before, during,
or after birth. There is resulting brain dysfunction which will manifest itself during
the newborn or early childhood period and for which at presert there is no treatment
to lift the person to normal intelligence. The mentally ill person may be born with
full mental capacities but later becomes emotionally disturbed. Worry, frustration,
shock, and other pressures of the present-day world can cause one of the several
types of mental illness. Early diagnosis and proper treatment can restore the in-
dividuals to normality.

I1f. THE CAUSES OF MENTAL RETARDATION

b
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All agree that the key to prevention and correction of mental retardatlon is
an understanding of its causes. This is a difficult assignment, however, as the
causes are incredibly complex as evidenced by the fact that while nearly two hundred
(200) causes have been identified, these account for only 15% to 25% of the known
cases. Some of the better known causes are:

(1) Pregnancy complications - bleeding, toxemia poisoning, hypoxia.

(2) Prematurity - 70% of infants weighing less than 3.3 poinds have
physical and mental disorders.

(3) Conditions during labor and delivery - irregular positions of child,

pressures on baby's head during delivery, improper use of forceps.

(4) Blood problems - RH blood factor incompatibility .

(5) Medicine and drug problems - excessive amounts of vitamin K,
sulfa compounds, phenobarbital,

(6) Infections - tuberculosis, measles, syphillis.

(7) Metabolic disorders of mother - diabetes, pupura.

(8) Chromosomal disorders - mongolism, mosaicism.

(9) Inborn metabolic errors = PKU, cretinism.

Because a high proportion of retarded children are from the disadvantaged
classes of society, it is reasonable to conclude that adverse social, economic and
cultural factors play a major causative role in mental retardation. Children born into
these groups suffer from inadequate prenatal, natal and postnatal medical care and
also from an impoverished educational environment. Therefore, any meaningful attack
on mental retardation must strike at the root problem of poverty which nourishes many
of the above specific causes.

One should not, however, conclude that mental retardation is confined to the
lower socio-economic classes. President Kennedy acknowledged publicly that one
of his sisters has been an institutionalized retardate for many years, and Vice-Presi-
dent Humphrey has a retarded grand-daughter. Entertainer Count Basie, baseball
player Del Crandell, and the former Governor of Kentucky, Bert Combs, all are par-
ents of retarded children. These are only a few examples of retardation affecting
people who are well known in our society.

IV. THE FOUR LEVELS OF RETARDATION

While the definitions of mental retardation found in Section I above give

one a broad concept of the problem, obviously there are varying degrees of retardation.

The following discussion taken from the book, National Action to Combat Mental Re-
tardation, are most illuminating on this subject:

"Because mental retardation is a relative concept
depending on the prevailing educational and cultural standards,
there is no completely satisfactory measure for mental retar-




dation. Current scientific usage favors groupings based on the intell-
igence quotient (IQ) and adaptive behavior of the person. Four groupings
are commonly used - profound, severe, moderate, and mild. They range
from the situation where evidence of human adaptation is almost totally
absent to that where the degree of impairment is minimal and the differ-
ence from normality almost indistinct.

"As designated under the four categories based on intelligence
quotient, those individuals who are considered profoundly retarded (IQ
usually below 20) and those designated as severely retarded (IQ from
about 20 to 35) need constant care or supervision throughout their lives
if they are to survive. In these groups are the anencephalies, human
beings without cerebra! cortexes, and the more seriously impaired Mon-
goloids....It is estimated that one child out of every one thousand born
....falls in these two groups.

"The moderately retarded persons (IQ usually 35 to 50)....
are capable of developing self-protection skills and mastering limited
skills for semi-productive effort so they can contribute partially to their
self-support if given an adequately protected environment. An estimated
three children per one thousand births will become moderately retarded,
unlikely to progress beyond a mental age of seven (7) years even in adult-
hood.

"Finally, the mildly retarded (IQ usually 50 to 70 but sometimes
including those of slightly higher IQ) comprising the largest groups....
are usually not distinguishable from normal individuals until school age
when they are often identified by an inability to learn general school sub-
jects. Without special attention, they often become the problem members
of our society, capable only of a marginal productive role. They are the
workers who are the most frequently displaced by the economic adjustments
in our competitive society. However, given timely supervision, guidance,
and training early enough in life, many will be capable of complete assimi-
lation into our society.... It is estimated that about twenty-six (26) out
of every one thousand children born will be mildly retarded at some time in
their lives."

The following chart by the President's Panel on Mental Retardation gives a
capsule summary of the developmental characteristics potential for training and
educatiocn and social and vocational adequacy of the four classes of retardates.
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In Tennessee and elsewhere the retarded often are divided into three levels
of retardation. Especially in education circles the retarded have been referred to
as follows:

(1) EMR - the educable mentally retarded. This generally de-
signates the same group as are described in the above chart
as mild and includes those with an IQ of about 50 and above.

(2) SMR - the severely mentally retarded. This would include
the moderate and a portion of those categorized as severe in
the above table. The relative intelligence quotients of this
group range from about 30 to about 50. This group is often
called the TMR or Trainable Mentally Retarded.

(3) Custodial or dependent. is refers to those categorized as
profound and some of the group categorized as severe. This is
the group for which little training is indicated or recommended
at the present time.

V. ARRAY OF DIRECT SERVICES FOR THE RETARDED

You can see from the levels chart that a wide array of services is needed for
the retarded because of age and level differences. The next chart shows many of
the services a retardate needs as he grows from an infant to an older adult.

These and other services are discussed in this report. The chart makes a
good check-list for finding inadequacy of service available in a community and
areas where individuals or organizations can be of help.

VI. THE SCOPE OF THE PROBLEM

To appreciate the scope of the problems of mental retardation, one need only
to consider the following statistics and comparisons. An estimated 3% of the popu-
lation or 5.7 million children and adults in the United States are afflicted with the
varying degrees of mental retardation discussed in Section IV. Using the generally
accepted 3% prevalance rate, Tennessee had approximately 114,000 retardates in
1964 and will have 120,000 by 1970. Furthermore, it is possible that the 3%
estimate is too low for Tennessee in view of the fact that during World War I,
nearly 10% of the persons e xamined in the Southeast by the Selective Service were
rejected on grounds of "mental deficiency.”

MENTAL RETARDATION, AS A DISABILITY, AFFLICTS TWICE AS MANY
INDIVIDUALS AS BLINDNESS, POLIO, CEREBRAL PALSY, AND RHEUMATIC
HEART DISEASE, COMBINED. IT DISABLES TEN TIMES AS MANY AS DIA-
BETES, TWENTY TIMES AS MANY AS TUBERCULOSIS, TWENTY-FIVE TIMES
AS MANY AS MUSCULAR DYSTROPHY AND SIX HUNDRED TIMES AS MANY AS
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INF ANTILE PARALYSIS. In fact, only four significant disabling conditions -
mental illness, cardiac disease, arthritis, and cancer - have a higher prevalence
but they tend to come late in life while mental retardation comes early and continues
throughout life.

While only 4% of all retardates are cared for in public institutions, states and
communities spent an estimated $300 million a year for their care. An estimated
additional $250 million from public funds is spent annually for special education,
weltare, rehabilitation, and other benetits and services tor retardates outside of
public institutions. Furthermore, the federal government in 1962 obligated an
estimated $164 million for the mentally retarded, nearly double the amount of 1957.

But the financial burdens of retardation are only minor when compared to the
emotional strains imposed upon the parents as they first must accept the fact and
then attempt to train and school the child for as full a life as possible. This is the
major impact of retardation on society.
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WAITING LISTS AT RESIDENTIAL INSTITUTIONS

AND

PRESENT SERVICES FOR THE MENTALLY RETARDED

This chapter is not the product of a Task Force Committee but was prepared under the
direction of the editing committee from date in the "1965-'66 Tennessee State Plan
for the Construction of Facilities for the Mentally Retarded" of the Department of
Mental Health; from the repott of the study of waiting lists done under a supplemental
federal grant and from data developed by the editing committee. It is inserted by
authority granted by the ADVISORY COUNCIL ON MENTAL RETARDATION.
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Present Services for the Mentally Retarded

There are no thoroughly reliable figures on the number of mentally retarded
now being served in Tennessee. Even more important there are no reliable measures
of the quality of existing services. The most recent figures available are those
shown in the report of the Department of Mental Health "1965-66 Tennessee State
Plan for the Construction of Facilities for the Mentally Retarded." Even these
rather voluminous tabulations by types of services and by counties must be used with
caution because they are likely to contain the errors normally inherent in data obtain-
ed from surveys conducted by mail. Replies were not received from some of the or-
ganizations canvassed. More significant without a careful field check there was no
way to eliminate overlap between services received by the same individual on a
part-time basis from several organizations or to include the many part-time or season-
al services provided in some areas by member units of the Tennessee Association for
Retarded Children and Adults or by local civic groups working with the member units.

Major services available to the mentally retarded of Tennessee are summar-
ized in the following sections. The figures on the number being served are only
approximate. This lack of reliable figures serves to emphasize the recommendation
made elsewhere in this report that the Tennessee Association for Retarded Children
and Adults should take the leadership in preparing and maintaining, in cooperation
with appropriate state agencies, a current roster of services for the retarded in each
community. (See "Volunteer Organization Services For the Retarded", Chapter 3).

The following summary of continuing services for the retarded, exclusive of
residential care, is particularly interesting in that it shows the wide discrepancy
between the number served per 100,000 population in the three grand divisions of
the state. Even more significant, available figures indicate that in Hamilton County
the number being served is about 650 per 100,000. This Hamilton County figure
is more than twice the state average and almost three times the average for West
Tennessee. These figures say, in effect, that the number served throughout the
state would need to be doubled to reach present standards in the more progressive
counties.

Summary of Continuing Services - Exclusive of Residentiai Care

Area Population Retarded Served
1960 Census Total Per 100,000

Hamilton County 237,905 1,548 650
Anderson County 60,032 303 505
Knox County 250,523 1,206 481
Montgomery County 55,645 267 480
Blount County 57,525 271 470
Washington County 64,832 278 429
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Cont.

East Tennessee 1,047,222 5,605 535
Middle Tennessee 1,076,809 3,232 300
West Tennessee 1,083,058 2,505 232

Tennessee 3,567,089 11,342 318

Summary of All Services

Number being served

Continuing services

Residential care 2,400 4
Special classes for EMR 9,095
Special classes for SMR 1,197
Pre-school classes 100+
Day care 1004
Vocational training 7504
Sheltered workshops 1504
Total 13,792
Intermittent services
Comprehensive diagnosis 249
1Q testing 3,500+
Job evaluations 4004
Recreation
Residential camps 180
Playgrounds ?
Swimming ?
Bowling ?
Day camps ?

I. Residential Services

The State of Tennessee first exhibited concern for the mentally retarded in
1919 when the legislature appropriated funds for the purchase of land and construc-
tion of buildings to house the "feeble-minded." The Tennessee Home for the Feeble-
Minded opened its doors in September, 1923. Operation of the home was an added
responsibility of the Department of Institutions. Since operation of the state prisons
was the major responsibility of this department, the atmosphere was that of a prison
rather than a "home."

The 1953 legislature, upon the recommendation of Governor Clement, created




the Department of Mental Health, changed the name to Clover Bottom Home, and
transferred the home and the state institutions for the mentally ill to the new depart-
ment. Facilities were expanded over the years, particularly with construction in
1958 of an educational building and a research unit. About 1,400 patients are
now housed at Clover Bottom.

5 The Greene Valley Hospital and School opened in December 1960 with seven
cottages (each designed to house 44 patients}, a food services building, and a
laundry. These cottages with eight rooms designed for four patients each and six
rooms designed for two patients each, were a radical departure from the wards at
Clover Bottom with fifty or more patients. In addition, each cottage was constructed
with a nursirg station, modern bathroom facilities, an active day room, a quiet day
room, a serving room, and dining room. The therapeutic philosophy also departed
radically from past practice in Tennessee. The doors remained unlocked and the
patients were free to go in or out of the buildings at any time of the day. The patients
were also given freedom of the grounds except for certain areas marked "off limits."
And there were no restrictive fences around the grounds. Construction of additional
cottages and various service buildings continues toward the planned size of 1500
beds. About 900 patients are now housed.

Construction was started in 1966 on a third state institution for the retarded at
Arlington, about 20 miles from Memphis. It will also have an ultimate capacity of
about 1500 beds, making a total of about 4,500 beds in the three state institutions.

Residential services are also provided by a number of relatively small private
institutions of which the King's Daughters Hospital at Columbia is the largest and
best known. About 46 are in residence. The Martha's Vineyard School at Spring-
field, the Louisa School at Murfreesboro, Happy Acres at Memphis, Happy Haven
Farm at Shelbyville, and similar small residential facilities bring the total to an
estimated 100.

Il. Special Education Services

Equally rapid progress has been made in recent years in providing special
educatijon and training for the mentally retarded of Tennessee. The Shriners began
a program for crippled children of the South in 1919 and constructed a number of
hospitals but did not make provision for education of these children. Upon release
from a hospital, these children were so far behind educationally that it was difficult
for them to progress in the regular school classes. Rotary International began to
provide special education in the hospitals but the depression of the early 1930s
stopped this. In the latter part of the depression, the American Legion joined with
Rotary International in continuing thi s education. The Department of Public Health
began providing teachers in these hospitals for crippled children in 1945. This
was the first of the state's special education services. The Department of Education
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started a sight conservation program in 1947 and a program for speech and hearing
in 1949. Special classes for the educably mentally retarded began in 1951. The
number of such classes has increased over the years until there were 609 classes
in 75 of Tennessee's 95 counties with a total enrollment of 9,095 children during
the 1964-65 school year.

Formation in September 1950 of what is now the National Association for
Retarded Children and formation in July 1952 of what is now the Tennessee Associ-
ation for Retarded Children and Adults caused a rapid increase in concern for other
special programs for retarded children. These parent groups began to develop in
various parts of Tennessee special classes for the trainable retarded -- those who
could not be "educated" in the usual sense but could be trained to be more useful
and less of a burden at home and in the community. Organized and paid for by the
parents, these classes were held wherever space could be found and were taught by
almost anyone who could be employed.

Pressure from these parents and from TARCA mounted rapidly for establish-
ment in the public school of special classes for the severely mentally retarded. As
a result, Dr. Quill Cope, Commissioner of Education, called a series of meetings
starting in April 1954 to discuss what action should be taken. These meetings cul-
minated in adoption by the 1955 legislature of a bill to provide for the training of
severely retarded children in the public schools with the State Department of Educa-
tion paying about 60% of the cost. The number of such classes has increased over
the years until there were 87 classes in 36 of Tennessee's 95 counties with a total
enrollment of 1,197 children during the 1964-65 school year.

The need for pre-school classes to prepare children for entrance into the
special classes has been recognized but little progress has been made. A class in
Knoxville is operated by the Sertoma Club, classes in Memphis by the Duration
Club, and a class in Chattanooga by United Cerebral Palsy. Total enrollment is
about 50.

HI. Workshop Services

Vocational training for the retarded is receiving increasing recognition as an
essential program if many of those educated and trained in the EMR(educable mental-
ly retarded) classes are to obtain and retain remunerative jobs in the community .
Some of the graduates of the SMR (severely mentally retarded) classes may be able
to profit from vocational training, and although most will not be able to operate in a
competitive environment many can operate in a sheltered environment. Sheltered
workshops are needed to provide this type of employment. Both types of programs
are operating to some extent in Tennessee. In many instances the two are so inter-
related that it is difficult to obtain reliable figures on the number served by each.
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Orange Grove School at Chattanooga started a training center and sheltered
workshop many years ago that now serves 100 to 127 depending upon the workload
and other factors. Goodwill Industries, first in Memphis and then in Nashville and
Chattanooga, provide training as well as sheltered employment for the handicapped,
but the number of retarded has had to be limited to some extent in order to maintain
balanced operations.

Memphis Goodwill Industries, a volunteer organization, serves handicapped
persons who have limitations which pose problems in securing employment in private
industry or business. Goodwill Industries provides employment, training and re-
habilitation to a wide range of handicapped persons through the collection, process-
ing and merchandising of clothing and household discards.

A special program has been inaugurated for the mentally retarded. For these
persons Goodwill Industries provides a Vocational Evaluation and Training Program.
Graduates move directly to Goodwill Industries' placement service, or they may be
diverted to a long range program for training and development of acceptable work
habits and personality characteristics (described in Chapter I1). Those who success-
fully complete this training are then transferred to Goodwill Industries' placement
service. A full time placement officer is employed to selectively place the retarded
in outside industry,

In Knoxville, the Van Gilder Occupational Training Center was formed in 1959
within the school system to provide the less severely retarded with a combination of
manual and educational training. Present enrollment is about 120 with each student
scheduled to remain three years. The Dempster Memorial Workshop, also in Knox-
ville, operates as a training center for about 15 less severely retarded but is now in
the process of expanding to be able to include the mare severely retarded and to func-
tion partially as a sheltered workshop. In Memphis, the Sheltered Occupational
Shop serves a small number that varies considerably with the workload.

The Volunteer State Vocational Training Centers, created by the Tennessee
Association for Retarded Children and Adults under a Federal grant made available
in 1962, was the first broad-scale effort to provide vocational training for the re-
tarded of Tennessee, particularly in non-metropolitan areas. The first center was
opened July 1, 1962, with additional centers added until the planned total of ten
was reached before the program was transferred to the Division of Vocational Re-
habilitation on August 1, 1965, by act of the 1965 legislature. Up to that time,
the ten centers provided training for a total of 705 handicapped persons. Since
that time, additional centers have been opened and the number of clients increased.

From the available statistics it is estimated that about 750 retarded persons
are Now receiving vocational training each year and another 150 are working in
sheltered workshops. Such facilities operate in a total of 13 of Tennessee's 95
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counties.

IV. Day Care Services

Day care services for the retarded are almost totally lacking in Tennessee.
Day care is not just a babysitting service but includes specialized training for those
who are so severely retarded that they cannot profit from the SMR classes or from a
sheltered workshop. By providing specialized training, day care can develop many
basic self-help skills such as dressing, eating, toilet habits, and personal grooming,
| thereby making the retarded more acceptable in and outside the home.

Only sketchy information is available on the number of retarded served in day
care centers. The day care center on Murphy Road, Nashville, serves about 30,
The United Cerebral Palsy centers in the major cities provide day care for a number
who suffer from retardation as well as cerebral palsy. It is doubtful that day care
services are provided for more than abo ut 100 mentally retarded throughout Tennessee.

V. Diagnosis

Of all services provided the retarded, none is more important than an adequate
and thorough diagnosis. It is the starting point in planning both the short-term and
the long-term programs to meet the particular needs of each retarded person. And yet
diagnosis is the weakest link in the chain of services for the retarded of Tennessee,
It is almost a missing link in most parts of the state, Only the Child Development
Clinic in Memphis now petforms a comprehensive diagnosis. Last year 249 compre-
hensive evaluations were performed.

Less complete diagnosis, usually limited to little more than IQ tests, were per-
formed by many agencies and private psychologists. The Department of Education
reports 2,611 psycho-educational evaluations during 1964-65. Vanderbilt Univer-
sity performed some 800 tests , and the Mental Health Centers in the major cities
petformed about 100. In addition, the Volunteer Vocational Training Centers provid-
ed job evaluations for their clients.

VI. Other Services

A variety of other services for the retarded are provided by member units of the
Tennessee Association for Retarded Children and Adults, often with the assistance
of local civic organizations. Recreation is the most common, but parent counseling
and special Sunday School classes are provided in some communities. The best
known of the recreation activities are the two-week residential summe r camps for
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about 130 children operated by the Chattanooga ARC anl the similar camp for about
50 operated by the Carter County ARC. Other recreational activities include swim-
ming, bowling, teenage parties and special playgrounds. No reliable figures are
available on the total number served by these activities.

VII. Waiting Lists at Residential Institutions

In the midst of carrying out the detailed studies on the part of the citizens'
committees, the Department of Mental Healtih was suddenly faced with the problem
of doing something about the waiting lists at the institutions for the retarded, parti-
cularly at Clover Bottom Hospital and School, Donelson, which serves the highly-
populated middle and west Tennessee areas which include the cities of Memphis and
Nashville.

As an emergency measure, the Department of Mental Health asked for a
supplemental grant to study those persons on the waiting list from Davidson and its
surrounding rural counties of Cheatam, Robertson, Rutherford, Wilson, Sumner, and
Williamson.

Mr. Ralph Horan was employed to make the study and was housed in the office
of the Executive Secretary of the Davidson County Welfare Commission. At the time
of Mr. Horan's employment, there were 243 persons on the waiting list from David-
son County alone. Thirty-two were also awaiting admission from the surrounding
rural counties.

Because of the heavy duties encumbent upon any welfare agency, the waiting
list from the Davidson County area had not been kept up to date, but as far as
possible, every person whose name appeared on the list was located and the appli-
cant and his family were interviewed.

Some parents had placed their children on the waiting list, looking ahead to
the time when they would no longer be able to care for their children; others had
placed their children on the waiting list because their family physician had recom-
mended insti tutionalization even though the parent had not really wanted to give up
the child. A few of the registrants had died but relatives had failed to notify the
Davidson County Welfare Commission of the individual's death. A numbet had moved
out of the State.

In some homes, emergency situations which seemed to call for immediate in-
stitutionalization were found. In these instances, the Davidson County Welfare
Commission and the Social Service Department ot Clover Bottom Hospital and
School were both notified. As a result, the "emergency" cases were taken into
Clover Bottom as early as possible.
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The majority visited were multi-problem families. They lived in the lower
socio-economic sections of town, had deteriorated homes and were often unemployed
or underemployed. They appeared to have very little understanding of mental retarda-
tion. In many cases the parents of the retarded child appeared mentally deficient.
Often it was apparent that problems of food, housing, finances and the other aspects
of survival were so pressing that the responsible adult could not be expected to run
the gamut in trying to find resources for their mentally retarded child. Of necessity
their primary interest had to be that of survival,

The multi-problem families will have to have help in solving many other prob-
lems before they will be able to utilize help in understanding mental retardation. In
most cases, aggressive casework services seem indicated. This casework should
help the family solve the major problems that absorb time, money and thought so that
the family can then better use the tools and services available for the retardate.

During many of the interviews, the parents expressed confused feelings for
their retarded off-spring. Seemingly, years of frustration and anxiety about the wel-
fare of their families have robbed many of the incentive for improvement. This type
family would profit from periodic visits from the staff of the residential institutions
for the purpose of giving them support and answers to their many questions regarding
their child.

Many parents complain that they have never received data and other important
information concerning evaluations from Clover Bottom Hospital personnel (as had been
promised). Perhaps this is one of the results of under-staffing at the institution.
However, the interviews demonstrated that this type of communication could be of
tremendous importance to the families.

People who have placed their sons and daughters in private institutions have
refused to remove their names from the Clover Bottom waiting list. Generally they
feel that Clover Bottom is a more permanent institution and wou ld be more economical
than the private institution. [f Clover Bottom personnel were to visit with these
people and explain that patients who cannot afford care need these vacancies and
that there are other resources in the community, some of them might remove their
children's names from the waiting list.

Of course, much of this would depend upon the adequacy of community re-
sources. Virtually no resources were found to be available in the community for the
applicants who were more than thirteen years of age and non-educable. It was found
that in the area of day-care centers the professionals in the community continue to
feel that the non-educable should be institutionalized if they are not able to Iea:n.
Obviously such an attitude deters church groups, community organizations or private
individuals from establishing day-care centers that would give the non-educable re-
tarded some training and relieve exhausted parents for a few hours each day or each
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week .

Another community resource, sheltered workshops, were not available to

most of those on the waiting list. Only one capable workshop was found in Davidson
County - Goodwill Industries. Vocational Rehabilitation had discontinued their use
of Handicappers apparently because Handicappers places more emphasis on material
output than on the unique requirements of the individual. In Chattanooga, the Orange
Grove Center provides not only formal training but also a workshop which is not phy-
sically taxing for the retarded. It is oriented toward the severely retarded. The study
of the waiting list indicates that such a facility is needed for Metropolitan Nashvilie.

Also, the need for family counseling and for better evaluation of the abilities
and conditions of the retarded on the waiting list was apparent. During the waiting
list study, the Peabody Picture Vocabulary test was given but the results are question-
able since sufficient time was not available to discuss their child's evaluation in the
interview but so little time was available for this that the parents benefitted little.
It is possible that they were left even more anxious than when the worker arrived.

Finally, where emergency cases were discovered during the course of this sur-
vey, these were taken into Clover Bottom as early as possible. The authorities at
Clovet Bottom and at Greene Valley make an effort to caution parents of retarded
children on the waiting list to notify the Social Security Department of that institu-
tion, immediately, if an emergency arises in the home. When such notice is received
the standing policy is to promptly accept the "emergency" case as sooh as a vacancy
occurs which would allow the taking of the applicant.

One of the most frustrating probiems pointed up by this study was what te do
for those retardates who are on the list but seemingly do not belong to an institution.
This is aggravated by the absence of local services available, especially for those
retardates classified as moderately retarded.

Vill. Recommendations

1.) Each residential institution of the State should conduct periodic reviews
of its waiting list. This should include annual or semi-annual interviews with the
family of each person on the list not only to determine the status of the applicant but
to advise the family regarding alternate services, sources of aid to help solve econo-
mic and related problems, and to educate them to a better understanding of retarda-
tion. Supplementary reviews should be conducted to assure that the addresses are
up-to-date and that there is a record of those who die or move away.

2.) More aggressive casework service should be made available to the fam-
ilies of applicants for institutional care.
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3.) Families of applicants for institutional care should be assisted in finding
day care and temporary residence (up to two weeks) for the retardate so the families
can rest or take needed vacations.

4 .) Professionals involved with day care work should be made aware of the
value and need for day care facilities for the retarded.

©
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THE ROLE OF VOLUNTEER ORGANIZATIONS

This chapter is based on the report of The Problem Study Group on Volunteer
Organizations




ROLE OF VOLUNTEER ORGANIZATIONS

"Volunteer Organizations" refers to organizations of those who volunteer to
work with the retarded or their families. It is obvious that a broad and inclusive
definition is needed since the concept must encompass organizations devoted ex-
clusively to work with the retarded as well as organizations which may have a single
project for the retarded on a one time basis. Organizations which work only for the
retarded include The National Association for Retarded Children, Tennessee Associa-
tion for Retarded Children and Adults, and local associations for retarded children.
Churches, local units or chapters of the American Red Cross, and civic or service
clubs are representative of organizations that may provide services for the retarded
continuously or for a single project.

The National Association for Retarded Children (NARC) was organized in the
early 1950's. (Its mailing address is 420 Lexington Avenue, New York, New
York 10017). The stated objectives and purposes of NARC include the following:
promoting the general welfare of the retarded of all ages everywhere; encouraging
prevention, research, and study in mental retardation; fostering better understanding
of mental retardation by the general public and cooperating with all public, private,
and religious agencies at all levels; furthering the training of personnel for work with
the retarded; encouraging the formation of parents groups; and serving as a clearing-
house of information for and about retardation. The success of NARC is reflected by
increased federal and state legislation and support for the retarded in recent yeas.
In addition to a central office staff NARC has established regional offices with re-
presentatives and other personnel to help state and local associations for retarded
children with their problems.

Under the leadership of a member of the NARC Board of Directors, 65 parents
of retarded children met at Peabody College in Nashville on July 19, 1952 and
formed the Tennessee Council for Retarded Children. Thereafter local ARC's organ-
ized in the principal cities of the state. Renamed the Tennessee Association for Re-
tarded Children and Adults in 1961, the organization now includes 39 member units
with some 2,000 individual members. With a few exceptions, each local ARC covers

a county. The purposes of the state organization and of each local ARC parallel
those of NARC.

A basic policy of NARC and its member units is to encourage tax-supported
agencies and volunteer groups to provide the special services required by the re-
tarded rather than for the ARC's to devote their limited resources to providing such
services. [Initially, however, special services were so lacking that many ARC's
undertook the job. They.organized special classes, provided classrooms, teachers,
and funds to defray the costs. Today, the special classes are operated by the local
schools, but in the more rural counties the ARC's often find it necessay to assist
by providing station wagons to transport the pupils and by supplementing the
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teacher's salary.

Because of the basic NARC policy mentioned above, many civic organizations
have become the sponsors of services for the retarded that range all the way from
pre-school classes to teen-age parties. Some of these originate at the local level
but others originate at the state or national level of the civic organization. Civitan
International was the first of the major civic clubs to adopt retarded children as
their Number 1 nationwide project. United Commercial Travelers next adopted re-
tarded children as a major program. The Jaycees and Jaycettes have long been
active for the retarded and recently took on two additional projects: helping to or-
ganize more ARC's and helping to find jobs for the retarded.

Other organizations have been providing services to the retarded for yea s,
Religious groups have long provided training for the retarded in regular programs
and more recently in special groups. Some denominations (probably none in
Tennessee) have established residential homes and schools for the retarded. Other
religious bodies have conducted day school programs for the retarded, and some have
made their physical facilities available for volunteer agencies to have weekday
classes for the retarded. Examples of what other organizations have done for the re-
tarded will be discussed further along in the report.

With the exception of the volunteer organizations that have national and state
groups, other organizations concerned with the retarded function on a local or region-
al basis often through a board of directors which sets general policy with committees
responsible for implementing policies determined by the directors. Some organiza-
tions have a paid staff which varies from part-time, and perhaps temporary, clerical
or secretarial personnel to full-time professional trained employees who provide a
wide range of services for the retarded.

At times questions may be raised about the need for volunteer activities
when local, state, and federal governmental agencies have large budgets and trained
personnel to work with the retarded. Even though volunteer organizations have ob-
tained or provided direct services for the retarded and given consultation for advisory
and planning functions, perhaps other activities have been ma e productive ultimate-
ly. It is impossible to estimate the influence which has resulted from their richly
rewarding "thinking" following group study, programs, discussions, and projects
with the retarded. Stimulating questions are often raised by volunteers which lead
to easier or better ways for carrying out specific procedures with the retarded. In
addition, increased information and improved public relations resulting from partici-
pation in volunteer groups lead to a broad base of support for needed and progressive
legislation in retardation. The rapid gains made for the retarded since 1950 are
associated with the increasing numbers of both volunteers and volunteer organizations
who communicated their interest in retardation to legislative bodies.

Volunteer organizations are in a position to innovate, activate, complement,




and supplement services for the retarded since, in general, they are fairly autono-
mous. They also have more policy freedom in the disbursement of funds than govern-
mental agencies. Volunteer organizations are usually approachable for sponsorship
of local projects since their officers and leaders are sensitive to and aware of local
conditions and needs. In other words, it is often easier to implement programs for
the retarded with volunteer groups than through governmental agencies.

Programs or services for the retarded which are provided by volunteer organ-
izations may have some problems and disadvantages. Program continuity may be ham-
pered by differences in the effectiveness of fund raising campaigns from year to year.
Some extremely worthwhile programs suffer from tenuous financing which may inter-
fere with recruitment of personnel for professim ai positions. In some cases volun-
teet organizations (like public agencies) duplicate existing services for the retar ded
by failing to coordinate and cooperate with other groups. Volunteer organizations may
become "clique" instead of people or setvice oriented. These difficulties can be
overcome of minimized by adequate surveys of community needs and services and co-
ordination with existing health, education, welfare, and volunteer agencies along
with a necessary but often overlooked requirement to obtain expert professional ad-
vice for professional matters.

|. VOLUNTEER ORGANIZATION SERVICES FOR THE RETARDED

There is an impressive array of services available to and for the retarded in
different communities over the state. Equally impressive is the lack of information
generally available to describe existing programs and projects. Professionals in re-
tardation often do not have adequate information about various programs for the re-
tarded and other handicapped to make the most appropriate recommendations for parti-
cular situations. Some information is available in urban areas through health and
welfare planning councils, but written materials may be several years old. Local
ARC units submit reports on projects in their area to the state association , but many
Tennessee counties do not have organized and active ARC units as yet. A complete
survey of all services for the retarded in Tennessee with provisions to update the in-
formation at stated intervals would assist in planning and initiation of needed pro-
grams. A directory of services hopefully would include volunteer organizations and
governmental agencies. '

It is impractical for this repat to give a detailed list of all volunteer organi-
zations which have provided services for the retarded and to list all the different ser-
vices that have been or are now offered. Also, it is difficult to set priorities for
needed services. The variety of services needed ct available in urban areas often

differs from the variety of services needed or available in rural areas.

Some needs of the retarded are relatively constant regaidless of the location
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of the individual, category of retardation or chronological age. Other needs are not.
For instance, transportation for the retarded and their families to obtain diagnosis
and treatment for the retardate and counseling for the family may be a very urgent need
in rural areas but less urgent in urban areas. Likewise, the service needs of retar-
dates residing at institutions are not always the same as for those residing in the com-
munity. There are also obvious differences in the service requirements for the pro-
foundly and severely retarded in contrast with the mildly retarded. Equally important,
different service needs are found among the retarded in terms of chronological age.

As a result priorities will vary from community to community and from time to time.

The foregoing statements are more easily understood if you look at the chart
in §4 of Chapter 1 which shows the array of direct services to the retarded. This
array of services was described as "continuum of care" by the president's panel on
mental retardation on page 74 of its report:

Continuum of care® describes the selection, blending and
use, in proper sequence and relationship, of the medical, educa-
tional, and social services required by the retarded person to mini-
mize his disability at every point in his lifespan. Thus ‘care' is used
in its broadest sense and ‘continuum® underscores the many transitions
and liaisons, within and among various services and professions, by
which the community attempts to secure for the retarded the kind and
variety of help and accomodation he requires.

Some elaboration and extension of the panels' description of "continuum of
care" is desirable since it made no provision for diagnostic and evaluation services
or for services to the family of the retardate. The remainder of this chapter will dis-
cuss the role of volunteer groups in prevention, diagnosis and the array of direct ser-
vices in the continuum of care and will describe some of the service volunteers have
furnished. Services of volunteer organizations that are cited are given as illustra-
tions only and are not intended to suggest that the illustration given is the best or
most efficient way to provide the service. «

Prevention of retardation is a goal of all associations for retarded children at
all levels - local, state, and national. A portion of all support money sent to NARC
by local units and funds raised by special campaigns are devoted to research. Re-
search funds are provided for both applied and basic research, and some sponsored
scientists are investigating ways to prevent retardation.

Prevention of retardation may be possible in some instances by early and con-
tinuous prenatal care accompanied by an adequate diet for all pregnant women, infants,
and young.children. Volunteer organizations such as churches, home demonstration
clubs, and settlement houses could encourage the dissemination of information con-
cerning good prenatal care, make referrals for care as indicated, and provide in-
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formation about dietary requirements for pregnant women and children. Some volun-
teer groups provide milk and other nutrients for disadvantaged families. Volunteers
might also supplement available funds for special diets required for some children
with metabolic disorders. |

Hopefully diagnostic services will become available to all reta dates at the
earliest possible time that reiiable and appropriate evaluations can be made. Although
these services may usually be available at a cost that varies with the ability to pay,
allied costs might be prohibitive for some families. Such costs might include trans-
portation, living expenses for the family while they are away from home, and baby
sitter fees for the care of siblings. Volunteer organizations could underwrite these
costs for families who need financial assistance. Trained volunteers might facilitate
early recognition of retardation by using screening procedures with infants and young
children in centers that serve large numbers of infants and young children from disad-
vantaged homes such as well-baby clinics.

Differential diagnosis to distinguish mental retardation from autism, aphasia,
and profound hearing loss is extremely difficult. Reaiistically such diagnosis is en-
hanced by long term observation combined in some cases with variation in treatment
which can be carfied out more efficiently in a residential setting. Volunteer groups
could sponsor or partially support such a project.

Since mental retardation is usually considered "incurable" and other handi-
capping conditions are often associated with it, treatment services for physical, neuro-
logical, and emotional problems should be available for all retardates. Again, trans-
portation costs and associated charaes could be provided by. volunteer organizations
as needed. Seizure control drugs are furnished to some families by volunteer groups.

Shelter, nurture, and protection are required outside the parents' home for
some retardates. Virtually all states have sizable waiting lists for residential place-
ment, and there is sometimes a desperate need for interin care for all ages. The
need for such care may be either transient or long term and may result from a variety
of circumstances. Volunteer organizations have approached this problem in a variety
of ways. Some religious groups, service clubs, and ARC units have built and main-
tained residential facilities. Other groups have provided financial support for resid-
ential facilities, and other organizations have given partial or full support for the
mazintenance of bne or more retardates who are placed in private facilities. Another
approach has been to locate and finance foster home care for the retarded. Some
volunteer agencies may want to consider sponsorship of half-way houses for retar-
dates who are reentering society after residential placement or for trainees and em-
ployees in sheltered workshops. Volunteer organizations may offer homemaker ser-
vices for some families with a retarded child. A homemaker can provide relief for a
harried mother, may assist in the development of better child rearing practices, ot
teach more efficient housekeeping methods. The goals and procedures of homemakers
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are variable but generally flexible so their use has wide applicability.

The philosophy of universal education and training for all children notwith-
standing, public education and training for all retarded children are goals that have
not been reached. Classes for the retarded started by volunteer organizations have
encouraged the formation of classes for the mentally retarded in the public schools.
Volunteer organizations are still operating classes for trainable and educable re-
tardates in some areas where the school districts do not qualify for state aid for var-
ious reasons. Volunteer groups are also extending services to other retardates who
are not eligible for public school attendance under existing regulations. These pro-
grams may be day care centers which stimulate self-care activities and give rest to
mothers of severely and profoundly retarded children. Some volunteer organizations
provide other training services such as speech and language therapy. Research has
suggested that behavior therapy or behavior modification through "shaping" and re-
inforcement techniques can be extremely helpful in establishing self<help activities
and in the elimination of undesirable behavior patterns. A "live-in" center for short
term behavior therapy may be a laudable project for volunteer organizations. Volun-
teer groups have given many scholarships to encourage training for professional per-
sonnel to work with the retarded.

Recreation for the retarded has been the exclusive domain of volunteer or-
ganizations in some areas. Among other groups the churches, Boy Scouts, and
Girl Scouts have made special provisions for recreation with the retarded. Some or-
ganizations have sponsored dances, entertainment, and outings and provided opportun-
ities for the retarded as both participants and spectators in sports. Additional efforts
are probably needed to reach more adult retardates who are partly or fully self-support-
ing to help them make effective use of their leisure time. Camping programs are avail-
able to many retardates through volunteer groups who provide facilities, personnel, or
financial support. More churches should be encouraged to provide Sunday schools
and other programs for retardates.

Vocational or job training of the retarded is a tradition in some areas. Good-
will Industries and sheltered workshops supported by volunteers have demonstrated
that the retarded are employable. Since sheltered workshops may provide for job
training and for terminal employment, the help of volunteer agencies has been solic-
ited to provide employment opportunities for trained and qualified retarded workers.
NARC, TARCA, and some ARC units give employer of the year awards to employers
who have done outstanding work in employment of the retarded. The North Carolina
Junior Chamber of Commerce has made systematic efforts to obtain employment for the
retarded through its "Project JOB." Regional offices of the Division of Vocational
Rehabilitation can always use additional training positions or employment for the re-
tarded.
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II. VOLUNTEER ORGANIZATIONS SERVICES TO THE RETARDED IN
INSTITUTIONAL SETTINGS

Residential homes, schools, and hospitals as well as day schools and day
care centers provide unique opportunities for volunteer agencies to work with and for
the retarded. In addition to the usual projects of providing extras for the residents,
students, or patients through financial support, there are many other services which
can be carried out by volunteer groups. For example, volunteers may give parties in
wards or cottages, write letters for or to the retarded (It is both heart-rending and
soul-satisfying to see the enchanted look on a retardate's face when he proudly shows
his creased, ragged, finger marked letter or card from_his sponsor.), provide supple-
mental clothing or incidentals, feed a physically involved child, or simply talk with
a retardate in a residential setting. Even though some institutions for the retarded
have a chaplain on the staff, volunteers are often encouraged to give time for re-
ligious instruction. Other volunteers may be used in a variety of jobs which include
clerical tasks, help in the canteen, instruction in craft and hobby activities, or work
in recreation in the wards or cottages.

lll. GUIDELINES FOR AND SOURCES OF VOLUNTEERS F(R SERVICE

Volunteers for personal service with the retarded perform important functions
in residential facilities and schools, and several volunteer organizations including
the American Red Cross with its Gray Lady program have developed guidelines which
are useful in working with volunteers for service. IT IS MANDATORY THAT THE
ADMINISTRATIVE AND LINE PERSONNEL WANT VOLUNTEER ASSISTANCE
AND THAT THEY DETERMINE THE NEED FOR AND DEVELOP SPECIFIC JOB
DESCRIPTIONS FOR EACH ACTIVITY ASSIGNED TO VOLUNTEERS. At least
one and sometimes several staff coordinators should be appointed to work with vol-
unteers. The volunteer group or organization needs a chaitrman or spokesman for re-
presentation at the facility. Volunteer organizations should be recruited for particu-
lar functions. Suitable volunteers are selected and trained for the service they are
expected to perform. Their performance is evaluated periodically and systematically
by the volunteer organization and the facility staff. An important aspect in volun-
tary programs is the provision for individual and public recognition of service by
volunteers which can range from the presentation of pins or certificates to represent
hours of service to a regular and formal volunteers recognition day program.

The shorter work week for many workers has increased the number of leisure
time hours which are now available for volunteer work with the retarded. There are
several obvious sources for volunteers who can work with the retarded. Many organ-
izations which serve the retarded encourage or require parents to participate in var-
ious ways. Professionals can often be enlisted as volunteers by recruiting non-
working married women who are trained as nurses, teachers, social workers, etc.
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Retired professionals and other retired persons (some military personnel are quite
young at retirement) offer another source for volunteers . College students who serve
as volunteers with the retarded are excellent prospects for training as professional
workers in retardation. High school students have been trained for volunteer work in
some residential facilities. At least one volunteer organization has offered orienta-
tion and training for teen-agers to serve as baby-sitters for the handicapped including
the retarded. In one urban area there is a volunteer service bureau operated by the
planning council for health and welfare agencies which registers volunteers and re-
fers them to the organization which seems most appropriate for them,

IV. CONCLUDING STATEMENTS

When a specific need of the retarded is recognized by responsible persons in
the community, volunteer organizations are usually available to sponsor a project or
provide a service. The variety of organizations that support projects in residential
facilities attests to the changing attitudes and increasing public acceptance of re-
tardation in the community, state, and nation,

Specific discussion of fund raising by volunteer organizations werking with
the retarded has been avoided because the methods and procedures for raising money
varies greatly from organization to organization and from community to community .
Three comments, however, do seem appropriate. First of all, fund raising for pro-
jects with the retarded should always be accompanied by materials or presentations
which inform and educate the public about retardation. Secondly, fund raising should
use dignified approaches and avoid exploitation of the individual retardate. And
thirdly, all volunteer organizations working with the retarded should maintain adequate
records of receipts and disbursements to meet ot exceed acceptable accounting prac-
tices.

|

RECOMMENDATIONS

1.) There is an urgent need for a statewide survey of services available to
and for the retarded and their families from volunteer organizations and governmental
agencies. Procedures need to be developed to keep the information accessible and
current. Closely allied is the need for realistic recognition of unmet needs of the re-
tarded and their families at the community and state level so that the gap between re-
sources and unmet needs can provide a constant stimulus for additional services.

2.) Equally obvious is the need to encourage coordination and cooperation
of volunteer organizations and governmental agencies which provide services for the
handicapped. Coordination and cooperation is needed at all levels. The State must
offer leadership to encourage this needed coordination and cooperation.
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3.) The State needs to hire people - preferably trained in community or-
ganization to stimulate activities of volunteer organizations for the retarded in each
of the three major geographic divisions of the state.

4 ) The State needs to work with the Tennessee Association for Retarded
Children and Adults in organizing local associations for retarded children, in all
counties where no local ARC now exists.

5.) Representatives from a cross-section of welfare, medicine, education,
religion, and volunteer groups should organize state and county (or regional) com-
mittees for an on-going study of facilities, services and needs of the retarded.

6.) A compensation process should be developed, perhaps through insur-
ance companies, to give medical care for accidents and injuries sustained by volun-
teers while they are working with the retarded, and to provide for compensation to
persons (retardates and others) who suffer injury or property damage because of the
negligence of volunteers. This is especially important where volunteers are furnish-
ing transportation.

7.) Well-baby clinics and other centers serving large numbers of infants and
young children should try to develop screening procedures operated by volunteers to
facilitate early recognition of retardates.

8.) As evaluation and diagnostic facilities become available volunteer organ-
izations should be urged to assist in providing transportation, transportation costs,
baby-sitting services and living expenses for families who must take retardates long
distances to be evaluated or are required to stay with the retardates during the eval-
uation period.

9.) Volunteer groups should be encouraged to offer home-maker services for
families with retarded children, to relieve the harried mother, and to teach more effi-
cient housekeeping methods and child-rearing practices.

10.) As the residential facilities improve their evaluation and training methods
- tothe point that some residents are able to try to reenter society, volunteer agencies
should consider providing half-way houses to help these retardates go from the insti-
tutional environment to the open society environment,

e
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11.) Institutions must make a place for volunteers. Both the administrative
and line personnel must welcome volunteer assistants, clearly develop and describe
jobs assigned to volunteers. Where possible these jobs should include visits by
volunteers to give parties, write letters, give religious instruction, assist in recre-
ational, craft and hobby activities. Where nurses, secretaries, social workers and
othe professionals are available, institutions should utilize their talent as fully as
possible. Every institution should have a volunteer representative at staff or faculty
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meetings.

12.) All institutions and organizations dealing with retardates should de-
vise programs for giving public recognition for outstanding volunteer work .

i
s et
NI

- ERIC

Full Tt Provided by ERIC.
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* Note - No special problem study group was assigned Prevention as a separate sub-
ject of investigation. The material submitted here was extracted from reports of sev-
eral problem study groups or supplied by the editing committee. It is inserted by
authority granted by the Advisory Council on Mental Retardation.




PREVENTION

In the field of action to combat mental retardation one stark reality must be
faced at the beginning. That is, at the present stage of our knowledge most forms
of mental retardation cannot be prevented from occurring. We do not yet know even
all the causes of retardation and the some two hundred odd causes we do know about
would seem to account for only about 5% of the cases of retardation. On the other
hand, we do know of causes that we are able to cope with or should be able to equip
ourselves to cope with.

For example, it is generally recognized that a very high percentage of the
retardates are found in low socio-economic environments. The precise factors in
these environments that produce retardation have not been clearly isolated or identi-
fied. For this reason we presently must denominate these environments as high-
risk areas as is more clearly set out in the chapter on Case Finding. This is a very
promising area for accelerated research. All of the committees urge both the physi-
cal scientists and the behavioral scientists be alerted to the need for further investi-
gation of the relationship between low socio-economic environment and retardation.

Familial patterns likewise offer clues that can lead to preventing retardation
before it occurs. Here again we have not utilized these clues for preventive purposes
as well as could be because their importance has not been fully appreciated or a
systematic program of recognition, evaluation and follow-through has not been devised
and executed.

Some forms of Down's syndrome (mongolism) are known to be hereditary.
Where a mongoloid is born into the family, especially in the earlier years of marriage,
genetic and birth control counseling is often indicated since there is a definite possib-
ility that mongoloids will occur in subsequent generations.

Pheny lkeponuria (PKU) is another condition which if undiscovered and untreat-
ed can lead to retardation. This condition can be discovered by testing the new o .
The condition can be avoided by genetic counseling or the retardation produced by the
condition can be avoided by treatment of the new born infant. It is also clear that
there are many other conditions similar to PKU which may be treated or avoided in the
same manner,

There is a strong relationship between mental retardation and pre-natal care.
Every mother must receive the best possible pre-natal care. The first three months
of pregnancy are especially important. It is important that the expectant mother not
be exposed to certain drugs during pregnancy and also that her general health and
nutrition be protected. Thousands of expectant mothers do not see a physician until
late in pregnancy. This must be avoided.

In some of our rural areas and in the lower socio-economic environments the




conditions of birth itself leaves much to be desired. Many things may occur during
the birth process which lead to mental retardation. This is not only a problem in
cases of mid-wifery but the problem also arises in small hospitals that are not suff-
iciently equipped or staffed to meet and cope with emergencies at birth which, it not
properly handled, can precipitate retardation.

Infectious diseases can cause retardation both before and after birth. If a
mother suffers from rubella (German measles) during the first three months of preg-
nancy the likelihood that the child will be retarded is sufficient that some states per-
mit abortion. It is also known that another form of measles (rubeolla) is to be avoid-
ed in children because of the risk of brain dysfunction. Every child should be im-
munized against rubeolla. The immunization is simple and inexpensive and is avail-

able both in the Pyblic Health Clinics and from the private physician. We are al-
ready conducting public information programs to promote rubeolla immunization but
the urgency of the message is not getting across to many of our parents. Other in-
fectious diseases, including venereal diseases, are associated with retardation and
this message needs to be told both to the general public and our professionals.

Appropriate child care is also important. Proper nutrition is considered to
be important to the development of all children. Obviously child abuse can lead to
injuries both physical and psychological that can cause or aggravate retardation.
Tennessee has recently enacted new laws to lead to quicker discovery and better
handling of child abuse and child neglect as well. All persons working with juveniles
as well as the community in general need to be alerted to the importance of discov-
ering cases of child abuse and child neglect promptly and acting firmly to see that it
does not continue or recur in any individual case. -

Another closely related matter is accident prevention. Any program of mental
retardation prevention should give support to accident prevention programs.

Some evidence seems to support the hypothesis that milder forms of retarda-
tion can be avoided by early environmental stimulation of the child and his learning
processes. Head-start programs can be meaningful here. Also, in the chapter on
Special Education recommendations are made for enrichin}; the learning opportunities
of pre-school children both by parent education and by community programs.

There is another side to the prevention picture. As previously stated, many
of the causes of retardation are unknown and many of those that are known cannot be
avoided. Nevertheless, we do know how to prevent some of the more drastic conse-
quences of retardation. In fact, the main thrust of the over-all program envisioned
by this report is directed at preventing unnecessary consequences of retardation. This
can be done by insuring that the retardate will have an opportunity to develop to the
fullest extent of his capacities, by removing the stigma and mystery that the public
has in the past associated with the retardate, and by equipping parents, relatives and
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others who are close to the retardate so that they can better cope with the problems
of the retardate as well as their own problems.

It is intended that every section of this report serve to relieve our society
both individually and collectively, of the unnecessary consequences of retardation
and the proposals should be tested in light of how well they would or would not
accomplish this aim.

On the following page is a chart for identifying high risk infants which is a
good index to areas where strengthened procedures for preventing retardation or its
avoidable consequency are indicated.

RECOMMENDATIONS

1.) Physicians, public health nurses, social workers and other professionals
need to be kept acutely aware of the opportunity for identification of the retarded signal-
ed by such things as infection, RH factor incompatibility, chromosomal disorders occurr-
ing in the history of patients or their relatives.

2.) The Department of Public Health should assume the responsibility for see-
ing that no mother shall be denied needed pre-natal care and training. The Department
of Public Welfare and other welfare agencies should be actively involved in this pre-
natal program.

3.) Mandatory minimum standards and procedures need to be established by
law to assure that all delivery facilities are able to cope with birth emergencies that
could produce retardation.

4.) Public anc professional information programs reminding professionals and
the general public that avoiding infectitious diseases such as rubella, rubeolla, and
others can be an effective means for preventing some forms of retardation. Parents of
mongoloids should be given genetic and birth control counseling.

5.) The State should legally require that all infants be tested for PKU and as

tests for predicting other forms of retardations, are developed and refined the State
should consider making them mandatory also.
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*High-Risk Infants

Where There Is a Family History Of:
Presence of Mutant Genes

Central Nervous System Disorders
Low Socio-Economic Group

Medical History of Mother:
Diabetic

Hypertension

Radiation

Previous Obstetrical History of Mother:
Toxemia

Miscarriage Immediately Preceeding Pregnancy
Size of Infants

Present Pregnancy:

Maternal Age Less than 18 or Over 38
Multiple Births

Polyhydramnios

Pyelonephritis

Out-of-Wedlock Pregnancy
Oligohydramnios

Medications

Labor and Delivery:
Absence of Prenatal Care
Prematurity
Postmaturity-Dysmaturity

Placenta:
Massive Infarction
Amnion Nodosum

P lacentitis

Neonatal:

Single Umbilical Artery

Jaundice

Head Size

Infection

Hypoxia

Severe Dehydration, Hyperos-
molarity, and Hypernatremia

*MENTAL RETARDATION: A HANDBUOK FOR THE PRIMARY PHYSICIAN, AMA 1965

Previous Defective Sibling
Parental Consanguinity
Intrafamilial Emotional Disorder

Cardiovascular or Renal Disease

Thyroid Disease
Idiopathic Thrombocytopenia

Purpura

High Parity
Prolonged Infertility

Radiations

Anesthesia

Maternal Rubella in First Tri-
mester

Diabetes

Toxemia

Fetal-Maternal Blood-Group

Incompatibility

Precipitate, prolonged or Com-

plicated Delivery
Low Apgar Score - 15 min.

Convulsions
Failure to Regain Birth Weight
By Ten Days

Manifest Congenital Defects

Dispropottion Between Weight Or
Le ngth and Gestational Age

Survival Following Meningitides

Encephalopathies, and Traumatic

Intracranial Episodes
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This Chapter is Based on the Report of
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Case Finding, Definitive Diagnosis and Evaluation

Case finding simply means the identification of retardates not presently known
to be retarded. While the importance of early and comprehensive diagnosis of the
existence and degree of retardation cannot be overestimated, at present this is the
weakest link in the chain of services for the retarded in Tennessee. Because the
mildly retarded at first appear to be normal, periodic and meticulous scrutiny of their
growth and development is necessary for early detection. The following plan for the
identification of retardates is concerned primarily with this group because the mildly
retarded comprise an estimated 85% of all retardates and can, with a proper program
of education, care and training, participate productively in society. The proposed
"Blueprint for Action” in thi s chapter is organized along two main dimensions, first,
by chronological age of the retardate, and second, by immediacy of goals - immediate,
intermediate, and long range.

I. PREBIRTH PREDICTION

The task of identifying the mentally retarded starts before birth. As indicated
in the introduction, certain known causes of retardation - infections, medicine and
drug problems, RH factor incompatibility, chromosomal disorders and other causes -
are all danger signals that warn of an increased possiblity of resulting mental re-
tardation.

Recommendations

The physician, public health nurses, social workers, and other professional
persons need to become and remain acutely aware of the importance of these danger
signals and of the opportunity that they give for early identification of the mentally
retarded or actual opportunity for preventing retardation.

II. BIRTH TO THREE YEARS

The prime responsibility for early identification of the mentally retarded infant
rests with those members of the profession who observe the child during the first three
years. This includes the pediatrician, the family physician, the public health nurse,
the social worker and the psychologist. However, these professionals need special
and continuing training regarding prevention, early detection, diagnosis and follow-
up of potential retardates. The various state departments charged with responsibili-
ties for the retarded in cooperation with other agencies and organizations, both pro-
fessionaland voluntary, should provide leadership in seeing to it that these pro-
fessionals are aware of and utilize the most recent information and instruments for the
detection of possible intellectual deviations.
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As indicated, some children of all socio-economic groups are considered
"High Risk" because of the family history, the medical history of the mother, or the
presence of other conditions which experience has shown are often associated with
retardation. There is disproportionately high incidence of mantal retardation among
children born into certain segments of Tennessee's population because of associated
economic, educational and cultural reasons. Mgst attention should be given to all
infants in these "High Risk" groups.

Recommendations

A. Immediate Goals

1.) Every child, regardless of the parent's financial status, should be screen-
ed soon after birth for metabolic disorders, e.q., pheny lkeponuria, galactosemia, and
maple syrup urine disease.

2.) The Department of Public Health should make rules pertaining to screen-
ing tests for metabolic disorders.

3.) The name of every child found to have a metabolic disorder should be
reported to the Public Health Department for follow-up.

4.) The Department of Public Health and other state departments should co-
operate with the attending physician to provide continuing medical and dietary care
for any child suffering from a metabolic defect.

5.) Upon discovery of a case of retardation familial in origin, the Public
Health Department should perform diagnostic procedures on all other members of the
immediate family.

6.) Birth certificates should be completed prior to discharge from the hospital,
or in the case of home delivery, within ten days. The attending individual at birth
should be responsible for preparing a complete and correct birth certificate .

7.) Improved communications between the State Department of Public Health,
local health departmants, private practitioners, medical schools, the Department of
Education, the Public Welfare Department, and the Mental Health Department, should
be effected, especially regarding the preparation and use of birth cartificate informa-
tion,

8.) Parents must be informed that services for mentally retarded children

are available and must be urged to seek medical evaluation if their children do not seem
to be progressing normally .

40




9.) Emphasis should be placed on training social and welfare workers to
recognize early symptoms of mental retardation in young children.

B. Intermediate Goals

1.) The committee established in the State Public Health Department should
adapt the "New Birth Certificate" for use in Tennessee in order that "High Risk" in-
fants may be identified in a confidential medical data section and should then pro-
mote its acceptance and use by physicians.

2.) Continuous health supervision or observation should be exercised over
children reported in the "High Risk" category.

3.) Health Departments throughout the state should cooperate with family
physicians to insure that "High Risk" children are given priority in obtaining all
necessary services.

C. Long Range Goals

1.) Every child should have the opportunity for continuous health supervision
through the cooperation of the practicing physicians in Tennessee and the State
Department of Public Health.

III. THREE YEARS TO FIRST GRADE

Three years is a particularly crucial age for mildly retarded persons, for not
until then can they be identified by psychological means . At present, most of the
mildly retarded at age three are headed for progressively increasing manifestation of
retardation. However, this can be averted by the implementation of the following
recommendations because the retardate at this age is sufficiently young and modifiable
to permit further intellectua! growth.

Recommendations

A. Immediate Goals

1.) Kindergarten should be made a part of the public school system with
attendance compulsory at age six and desirable at age five. Kindergartens, which
have as their main purpose the evaluation of the child's readiness for school, can play
a major role in case finding.

2 ) School readiness tests should be given in April of the kindergarten year
with referral for definite diagnosis of those found not ready for school.

3.) The summer pre-school headstart program should be extended downward
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to include the deprived four year old.

B. Intermediate Goals

1.) The summer headstart program should be extended to include deprived,
three year olds.

2.) All children should be compelled to register at school age with an
immediate follow=-up of all children who then do not appear for classes.

3.) In June there should be an annual TV campaign on growth and develop-
ment patterns of three year old children. A check-list form should be mailed to
known parents of children of this age and should also appear in the newspapers. The
che&k -list would instruct the parents to see their private doctor or the Board of Educa-
tion if their child scored below a certain level,

4.) A grant for developing an instrument suitable for mass screening of three
year olds should be made.

C. Long Range Goals

1.) A state data center should be established with responsibility for accumu-
lating data from all the state departments involved in the mental retardation program,

a.) At birth -

(1) a data card with birth information would be filed.

(2) a Social Security number would be designated.

(3) a change of address card and a developmental score
card would be mailed to the parent with the necessary
instructions.

b.) At age three -

(1) the cards of all children this age would "drop down"
and their parents would receive the necessary informa-
tion and materials for a check-list growth and develop-
ment test. The TV campaign mentioned on C3 above
would coincide with this test.

(2) local school boards will conduct a follow-up of the
parents not returning the above tests.

(3) low scorers would be screened out for further diagnostic
study, with a letter sent to the parents saying in essence
"consult your physician". A duplicate letter would go
to the school board for follow-up.

(4) provisions should be made for "picking up" newcomers
in the community .
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IV. FIRST GRADE TO SIXTEEN YEARS |

It is now generally accepted that even mild retardation can be detected by
school age. In Tennessee, however, only a small percentage is presently being
identified promptly at the first grade level for several reasons. First, only about
25% of the children entering school are given readiness tests, and of those tested
g and adjudged "not ready" only a small minority are referred for further professional
study. Secondly, in some areas of the state, a child must fail a grade twice before
he is given psychological tests.

Recommendations

1.) Every child entering the first grade should be given readiness tests and
those adjudged "not ready" referred for complete evaluation.

2.) Group 1Q tests, both verbal and non-verbal, should be administered to
all children by the fourth grade.

3.) All children should be referred to the pupil personnel services for further
study upon their failure to complete satisfactorily any grade in school.

4.) There should be an immediate referral of the name of all "drop-outs" to
the Division of Vocational Rehabilitation in order that evaluation, guidance, and
training may be immediately instituted.

V. THE ADULT RETARDATE

Once a retardate is beyond the school years, if he has had good school place-
ment and job counseling and placement, he becomes less conspicious in our society.
Nevertheless, he still needs to be known in order that needed services can be ren-
dered him. If the recommendations of this committee are implemented for child re-
tardates, we believe that within a few years there will be a smaller percentege of adult
retardates who will need services.

For the adult retardate today the most prepared and logical agency to do that
is the Division of Vocational Rehabilitation, Department of Education. This agency
now operates a network of ten vocational centers for the mentally retarded (and other
handicapped individuals) and expects to expand these workshops in the future. At
the present time pupils, school drop-outs, rejectees of employment security, rejectees
of Selective Service, and applicants for Social Security benefits, and others are all
referred to the Division of Vocational Rehabilitation.

Recommendations

1.) When the Department of Education over the State expands its pupil

43




- RN A DN A e 6. AR EE N T e O
Nesasron PSP e

personnel services, the Division of Vocational Rehabilitation should have access to
the diagnostic findings of that resource and thereby hasten vocational planning,

VI. DEFINITIVE DIAGNOSIS AND EVALUATION

The concern to this point has been with mass screening, or the finding of
suspected retardates. This is the first step in a program for the mentally retarded.
The next step is a comprehensive diagnostic evaluation. Until this is done no treat-
ment or training program can be undertaken safely. It is imperative that case finding
be supplemented by greatly expanded facilities in Tennessee for thorough and compre-
hensive diagnosis employing the skills and contributions of several professions.
Ideally, such an "interdisciplinary” or "multi-disciplinary” evaluation would irclude:

1.) A medical examination includiﬁg a physical examination and a
family medical history to determine the present medical picture and to reveal the poss-
ible etiology of the condition.

2.) A psychological evaluation to determine the level of intellectual,
emotional and social functioning.

3.) An educational evaluation to determine past educational attain-
ments and suitability for further training.

4.) A fan}ly social history evaluation to obtain the social constella-
tion of the child and his family.

5.) Program planning for the child.

6.) Counselling the parents.

7.) Referrals to appropriate treatment facilities.

8.) Provisions for follow-up re-evaluations.

In children three years of age and under, the majority of those identified as
retarded will be severely afflicted. In these cases the symptoms of retardation are
often accompanied by neurological and physical handicaps and the diagnostic problem
is primarily a medical one. As is more fully discussed in the Community Care Centers
chapter, only the regional centers can be expected to have the array of specialists
needed for children of this age.

After age three years the point of emphasis of the diagnostic shifts to problems
of a psychological, educational, and social nature; medical evaluation is now only one
part of the total evaluation. The principal problems now are assessing the child's ca-
pacities, knowledge, and skills in order to plan an appropriate training program. Diag-
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nostic evaluation and counselling setvices should continue through the schooling,
vocational training , and placement periods. This is necessary because character-
istics, conditions, and needs change over the years with the intervening treatment
and enhvironmental experiences.

ViI. MANPOWER AND TRAINING

The expanded programs envisioned in this report will require greatly increased
manpower. Recognizing that the supply of highly trained personnel is not endless,
the following suggestions recommend the utilization of heretofore untapped manpower
sources. With limited training these individuals could perform satisfactorily in cer-
tain jobs under the supervision of fully trained personnel. The following recommenda-
tions are made to help meet the manpower problems.

Recommendations

1.) Under a planning grant, there should be extensive pilot and demonstration
projects to explore the utilization of new manpower resources.

2.) Highly trained professional persons should be employed to devise examina-
tions for use in case finding which can be administered by non-nrofessional persons
under adequate supervision.

3.) School teachers available for summer employment could be easily trained
to do routine psychometric testing of pre-school and school-age children.

4 ) Retired persons and young mothers could be trained and utilized on a part-
time basis.

5.) Unpaid volunteers will become more available as the work weeks become
_shorter and should be actively recruited.

6.) An expanded staff in the Division of Vocational Rehabilitation is necessary
to serve adequately the retarded adults throughout the state.

7.) Additional funds must be allocated to the institutions sponsoring training
for work in mental retardation.

8.) Tennessee should establish the University Affiliated Training Centers
for "physicians and other specialized personnel needed in the field of mental retairda-
tion" which are provided for in Public Law 88-164.
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PUBLIC AWARENESS

Broad public awareness and understanding of mental retardation and its many
social and economic implications are essential to insure the needed funds and facilities.
Indeed, the whole concept of community care centers and the goal of increased employ-
ment opportunities, early detection and evaiuation of retardates and the other programs
envisioned by this report all depend on public acceptance of the basic proposition that
retardates deserve the same, if not more, opportunities to develop their respective cap-
abilities to the maximum which are afforded the normal individual. The public must be
made aware of such facts as the scope of the problem, that its effects can be prevent-
ed, and that an estimated 75-85% of the retardates are employable after proper train-
ing. When the public has been made aware of the true facts about mentai retardation,
it can be expected that an informed Tennessee populace will support whole-heartedly
the public and private programs envisioned in this report.

One of the most baffling challenges to an effective public awareness program
for mental retardation arises because nearly every program needed to. prevent the avoid-
able effects of retardation reaquires coordinated action by social agencies which ordin-
arily can perform their prime functions with 2 minimum of dependence on other agencies.
Improved lines of communication must be opened between various State departments,
between various professionals dealig with retardation, between various volunteer or-
ganizations who are primarily or incidentally concerned with retardation and others.
This is clearly demonstrated by the programs proposed in the chapter on Case Finding.
The action called for in regard to infants in the high-risk groups would require close
coordination of the family physician, the pediatrician, loca! health departments,
school teachers, welfare workers, parents, juvenile judges and volunteer organizations
among others. Each of these must be aware of their importance to the high-risk pro-
gram if it is to function with optimum results. Not only must these people have a
general understanding of mental retardation but they must be given in-depth training
concerning the aims of the program and the vital importance of their particular role.
This training must start in the public school system and the colleges.

Surveys made during the course of this study show that there is both minimal
information available to and knowledge on the part of the various groups and individuals
surveyed on the subject of mental retardation. This was true not only of those with a
general college education but also professional persons such as physicians, iawyers,
social workers, and law enforcement leaders. While almost 100% of the news media
indicated its willingness to cooperate in a publicity campaign, it was also found that
they too receive a minimum amount of information to be disseminated to the public.

1. Professional Education and Training

Since professional persons and law enforcement leaders are the persons to
whom the retardates and their families turn for advice and otherwise often contact, it
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is imperative that these leaders be fully and correctly informed. If they are, they can
offer valuable guidance and supportive understanding at crucial times of need. Also,
their understanding is essential if new laws and new programs, both public and private,
are to be properly instituted and effectively carried forward. To detemine the extent
to which these people are being trained and educated in the area of mental retardation,
questionnaires were sent to seventy-six public and private schools, colleges, and uni-
versities within the state and forty-eight (63.1%) were returned. Questionnaires were
also sent to ninety-three judges of which thirty-seven (39 .8%) were returned. Also,
one hundred thirteen chiefs-of-police were furnished questionnaires but only twenty-
six (23%) responded. These questionnaires were not intended to test the recipient's
knowledge of mental retardation, but rather to determine to what extent mental retarda-
tion was included in their education or training programs. Based upon the que stion-
naires returned, the following are of major importance.

Tennessee schools, colleges and universities:

(1) Over 80.0% of the public and private Tennessee schools of
higher learning do not offer a course dealing specifically with mental retardation.

(2) Two-thirds of the public and private Tennessee schools of
higher education give mental retardation minimal importance by including it as subject
matter in other courses of study.

Liberal Arts and General Education Programs:

(1) Less than 10% of the public and private Tennessee colleges
and universities having Liberal Arts and General Education programs offer special
course in mental retardation.

(2) A little over one-half of the Liberal Arts and General Educa-
tion respondents include mental retardation as subject matter content in other courses
of study.

(3) Psychology courses are more apt to include mental retarda-
tion subject matter than are other Liberal Arts or General Education courses.

(4) The course, General Psychology, which is most frequently
a general education requirement, usually does not include mental retardation subject
matter.

Professional Education Training Programs:

(1) Courses in mental retardation are conspicious by their ab-
sence in professional education in Tennessee. Although one medical school reported
two such courses of study, no courses were reported by the Schools of Dentistry,
Divinity, Social Work, Professional Nursing, and Practical Nursing.

(2) Mental retardation subject matter is incorporated in other
courses of study by only two-thirds of the responding public and private professional
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schools in Tennessee. Thus, Tennessee professional schools give only minimal re-
cognition to mental retardation as subject matter for study in professional education.

Special Education:

(1) The data confinm the assumption that those schools of higher
education with programs in special education, that is, the field of study which deals
with the education and training of retardates, offer a variety of courses in mental re-
tardation.

Planning and Expansion:

(1) Only a very limited amount of planning is under way to develop
or to expand mental retardation subject matter in Tennessee public and private schools,
colleges and universities.

Law Enforcement Leaders
Judges:

(1) Over one-half of the responding judges did not feel equipped

to deal with mentally retarded persons.
(2) The majority of the judges who have knowledge concerning

mental retardation received their orientation from printed materials.
’ (3) More than three-fourths of the judges indicated a need for a
manual regarding mental retardation.
(4) Almost two=thirds of the judges recommended a short course
in mental retardation.

Chiefs-of-Police:

(1) Over two-thirds of the responding chiefs-of-police did not
feel equipped to deal with the mentally retarded.

(2) Over 96% of the responding chiefs-of-police had no training
in mental retardation and did not have printed materials to guide them in dealing with
the retarded.

(3) Over 80% of the chiefs-of-police suggested the need of a
manual regarding mental retardation,

(4) Over 90% of the chiefs-of-police suggested the need for a
short course in mental retardation.

1. Community Education




Another survey was made to detemine the extent to which knowledge con-
cerning mental retardation is available at the community level, to evaluate information
channels concerning mental retardation and their utilization at the present, and to re-
commend more appropriate methods of channeling the information to the community.
Questionnaires were sent to Boards of Education, Departments of Public Health, Coun-
cils for Retarded Children and Adults and civic organizations throughout the State.
Information received from Boards of Education dealt with the establishment of EMR and
SMR classes and is included in the chapter on Special Education Services. The other
? major findings are reported below:

A. Department of Public Health

The validity of the following findings in respect to the public informational
work done by the Department of Public Health is seriously put in question by the fact
that only 16% responded to the questionnaires. Nevertheless, those findings made
are startling.

(1) 60% of the Departments did not have any printed materials
to provide parents of mentally retarded children.

(2) 75% in their public school programs did not provide instruction
for teachers in the care of retardates while in school.

(3) Over 76% indicated that neither the Department of Puolic
Health nor any other facility in the county provided a parent council group for parents
of the mentally retarded.

B. Associations for Retarded Children and Adults

The response from these groups was also disappointing as only twelve of
thirty-five (34%) replied. However, based upon the information obtained from these
ARC's, it appears that most are presently providing valuable community services. To
illustrate, all maintained contact with the newspapers, radio stations, and physicians
in their areas. The number of programs which they provided for civic clubs, garden
clubs, etc. averaged eleven per year,

C. Civic Organizations

To obtain a list of the various civic organizations in each community,
sixty-nine Chambers of Commerce were contacted. One hundred percent replied. Al-
though the Chambers of Commerce were not asked if they would be willing to sponsor
meetings or programs on mental retardation, this is a rescurce which should be utilized
in the future campaigns. This is especially true in view of the fact that of the 1,800
organizations suggested by the Chambers of Commerce, only 3% replied to the question-
haire, thereby rendering impossible the making of any conclusions 25 to their present
work in the field of mental retardation.
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IIl. NEWS MEDIA AND PRINTED MATERIALS

A third survey was made to enumerate the various channels for communica-
tion concerning mental retardation that are currently being used and those which could
be used in the future; to evaluate the effectiveness with which these channels are being
used and to suggest ways for better utilization.

A. News Media

Newspapers and radio and television stations constitute the most obvious
means of disseminating information to the general public. For this reason, question-
naires were mailed to 174 newspapers, but only 67 (38.5%) replied; to 136 radio
stations , of which 80 (59%) replied; and to 17 television stations, receiving eleven
(65%) completed forms.

The most significant findings and conclusions from the news media survey
are as follows:

(1) 30% of the newspapers do not recall having printed an
article on mental retardation within recent months.

(2) At least 21% (probably more) have not printed an article
within the last year.

(3) Most reauests for programs or articles came from volunteer
groups.

(4) There appears to have been little public response in the
past to both programs and articles.

(5) The majority of programs or articles appear to be local in
origin.

(6) Only 15% of the newspapers are using (have used) the Ad-
vertising Council advertisements, whereas 78% of the radio stations and nearly 70%
of the television stations with negative responses stated that the Advertising Council
materials had not been received.

(7) The tone of some replies suggests that news media per-
sonnel would appreciate at least an occasional word of thanks for their help.

(8) The percentage of replies to the newspaper survey was dis-
appointing. The significant factors indicated here may be a lack of knowledge. A num-
ber of the respondents who answered "No" to having used a news release or feature
story recently commented that their paper did not receive any information concerning
the retarded.

(9) Nearly all of the qualified "Yes' answers to the question
concerning cooperation in a publicity campaign were related to the word local. Small
newspapers do not run national or state news, and apparently want news releases or
educational feature articles on mental retardation to have a local connection. The
low percentage of the papers which use the Advertising Council materials (distributed
nationally) is strong supporting evidence that an article must be of direct local interest.
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(10) It seems clear that very few radio and television programs
are used. Many respondents qualified their "Yes" answers to the question about re-
cent programs on mental retardation by reporting "spots” or announcements. The replies
indicate that various groups such as the Association for Retarded Children, health a-
gencies, or civic organizations request public service plugs or announcements, but
few full programs are broadcast. The hich percentage of stations using the Advertising
Council materials indicate that if short, well-produced programs were available, they
would be used.

(11) The most encouraging result is almost total willingness of
newspapers, radio stations, and television stations to cooperate in a publicity campaign
on menta! retardation. A serious effort by the State of Tennessee would receive vir-
tually unanimous' suppott from the news media.

B. Community Health Centers - Findings and Conclusions

The fourteen (14) Tennessee Community Mental Health Centers were sent
questionnaires seeking information on the availability of diagnostic and counseling
setvices, printed informational brochures, and referral services at each center. One
questionnaire was not delivered; eleven of the thirteen replied. Findings of signifi-
cance are as follows:

(1) Nine respondents (82%) stated that diagnostic and counsel-
ing services were available to the retarded at the center. The two centers which pro-
vided only limited services are setving other types of clients and repotted that a facil-
ity with services for the retarded was located in the same area. ‘

(2) Only three centers replied that they have printed materials
available for distribution.

(3) Nearly all centers refer families of retardates to specific
persons ot facilities (Department of Vocational Rehabilitation, special education
classes, institutions or social workers) for further services. However, only three
of the centers actually referred families of retardates to a local Association for Re-
tarded Children. This might indicate the need for better coordination of the centers
with the local associations or voluntary agencies.

C. State Hospitals

(1) Four replies from the five state mental hospitals were re-
ceived. Three of the four stated that they provided services for the retarded. Of
these: none have available printed materials, two have cooperated with local radio
(or television) programming and/or provided speakers for meetings on retardation,
and two cooperate with a local volunteer group which aids the retarded.

(2) The work of the two institutions for the retarded (Clover
Bottom Hospital and School and Greene Valley Hospital and School) in public relations
and information was already known. Staff members from both institutions frequently
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participate in community programs dealing with some phase of mental retardation.
Both institutions publish newsletters, and both have prepared a set of slides to
accompany talks given by staff members. The administration and staff of both insti-
tutions are aware of the importance of public understanding of mental retardation.

D. School Superintendents

The following few sentences reveal the pertinent findings of questionnaires
sent to the Superintendent of Education in Middle Tennessee. The fact that most of
the school systems used some public means of disseminating information concerning
their special educaticn programs, the most common means being newspaper, PTA
meetings, and gersonal contact, is commendable, but the overall results of the ques-
tionairre are startingly negative. For example, only nine of the thirty-four (34) re-
plies received have available printed materials on mental retardation. Furthermore,
the only materials that were specified as being available for distribution by any of
these nine affirmative respondents were regular publications which very probably re-
ceive only limited distribution among school personnel and not among parents or com-
munity groups.

E. Tennessee State Departments and Agencies

(1) All Tennessee Departments either publish a newsletter which
is circulated to employees and/or a periodical which receives wider circulation. The
replies indicated that (a) the departments would welcome pertinent articles on mental
retardation and (b) little use is being made of these channels at present.

(2) The publication of the Department of Mental Health, Mind
Over Matter; the newsletters of the state institutions for the retarded; and certain pub-
lications in the Division of Vocational Rehabilitation are exceptions to the use of
State departmental periodicals for information on mental retardation. One agency vol-
unteered the information that "We have never been asked."

IV. RECOMMENDATIONS

The findings of the task force led to many recommendations available in the
original report from the Tennessee Department of Mental Health. In summary form the
major recommendations are as follows:

(1) The SPECIAL ASSISTANT to the Governor on Mental
Retardation, as recommended in the chapter on Coordination and Implementation,
should develop a major and continuous public relations and inf ormation campaign.
This office should:
(a) Be responsible for the dissemination of general
information regarding mental retardation.
(b) Employ a public relations director with no other
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responsibilities. |
(c) Make an intensive effort for inter-departmental
cooperation and stimulation of broad local participation and cooperation.

(d) Provide information for and obtain utmost cooper-
atiori from mass media.

(e) Seek to encourage an ever-increasing flow of in-
formation between the various professional groups with whom retardates come in con-
tact. |

(2) The office of the Special Assistant or the appropriate State
department should provide information for the general public through regular publications
(such as those of the Department of Mental Health) and should compile d variety of
brochures and pamphlets designed for specific fields, i. e., medicine, social work,
law enforcement, etc. -

(3) A directory of services for the retarded in Tennessee should

“be compiled and published immediately and kept up to date.

(4) The Special Assistant to the governor should work closely
with the schools, colleges and universities (both public and private) providing informa-
tion and working toward the inclusion of mental retardation subject matter in profession-
al education and should offer expert assistance in special programs.

(5) All departments of state government should designate one or
more staff officers to work with the public relations director in developing the content
for brochures, radio and television pregrams and news releases which affect their
departments. |

. (6) There should be an intensive effort to promote the use of
materials on mental retardation in regular publications of professional organizations,
volunteer organizations, religious organizations, and state departments and agencies.

(7) The public information program should be a continuous effort
with constant reevaluation, revision and follow-up rather than one large campaign in
the first year. It must be directed not only to the public generally but specifically to
social workers, teachers, physicians, clergymen, attorneys, employers and others not
only during their initial education but throughout their professional lives.

It should be clearly understood that the success of every program envisioned
by this report hinges upon an awareness and understanding of those programs by the pub-
lic generally as well as by the personne| of each agency or instrumentality involved in
specific programs. There must be a cross-flow of information and ideas if new dis-
coveries are to be made and present knowledge is to be utilized in order to avoid the
present high cost of retardation in terms of lost money, lost happiness, lost oppor-
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tunities, and wasted human resources.
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SPECIAL EDUCATION SERVICES

This Chapter Is Based on the Repor't of the

Problem Study Group in Special Education Services




SPECIAL EDUCATION SERVICES

In any discussion of mental retardation there are three prohlem areas which
should always be discussed conjunctively - education, vocational training and employ-
ment. As the President's Panel on Mental Retardation has said "We must seek ‘habili-
tation' rather than ‘rehabilitation’." This means there must be early identification and
evaluation and then a vocational preparation program closely coordinated with eftective
special education classes which emphasizes social and vocationally useful skills as
well as intetlectoal skills.

The goal of education and habilitation of retardates is to assist them in
attaining as nearly "normal" a life as their potential permits. The National Tas
Force has recommended, and Tennessee adopts, the principle that "the retarded be
recognized as having equal natural rights with the intellectually favored to proportion-
ate educational and habilitation advantages. The satisfaction of these rights must be
legally demanded on the basis of social justice and not left to caprice or compassion. "

RECOMMENDATIONS

A. Pre-School Services

1.) Emphasis should be given to proposals and recommendations which
urge that pre-natal care be available to all mothers, especially those in the "High
Risk'" group.

2.) Initially, the sixteen Mental Health Centers now in existence in
Tennessee should increase their staffs to enable them to provide additional early diag-
nosis and evaluation services to retardates. Over twenty such new facilities should
be established across the state. Each retardate should have available the services of
a pediatrician, intemist, psychologist, psychiatrist, neurologist, vocational rehabilit-
ation counselor, social worker, public health nurse, and educational specialist. Ul-
timately, however, the recommendations contained in the chapters on Community Care
Centers and on Case Finding offer the best approach to early diagnosis and evaluation
needs.

3.) Projects should be undertaken to enrich and stimulate the learning
opportunities of pre-school children who live in homes where such opportunities are
inadequate. Programs are needed to facilitate adequate development of basic re-
quirements such as language usage and desirable social values in children of depressed
circumstances. Another integral part of a good pre-school experience is parent educa-
tion which is achieved by meetings of groups of parents and educational workers.

RECOMMENDATIONS

B. Expansion and Improvement of Special Education Services




1.) Seventy-five counties in Tennessee had special EMR (educable mentally
retarded) classes. Only thirty-six counties had special SMR (severely mentally re-
tarded) classes. Because most surveys indicate there are retarded children throughout
the State, it is recommended that every school system should be required to have at
least one class, adequately staffed, for every fifteen retardates.

2.) The educational evaluation of mentaily retarded individuals should be
based upon a more comprehensive diagnosis which would be used as a basis for place-
ment in classes with better planned curricula. In some SMR classes the "curriculum"
is little more than baby-sitting and in some EMR classes the curriculum is so watered
down as to be of little value.

3.) Students in specia! education programs should have a weli-rounded
school program which would stress, ho wever, manual skills rather than academic
training. Retardates need more physical educaticn programs and pre-vocational and
vocational classes. By having workshops of various types, there is greater opportun-
ity to have the students spend part of their time on class-room work and part on shop
work. Time spent in developing employable skills can be gradually increased with
age instead of having a sudden transition from classroom to shop as now happens far
too frequently.

4.) There should be a written agreement among the state agencies which
will be supplying the various services needed by the special education classes guar-
anteeing a "dove-tailing" of services.

5.) A mandatory class attendance code with legal enforcement for all re-
tardates eligible for school attendance should be more stringently enforced.

6.) A records system to follow retardates from identification through job
placement is recommended.

7.) Anytime a retardate cannot be served in his county, mandatory pro-
visions for reciprocal agreements among County Superintendents is advised to insure
that all retardates are adequately schooled and trained.

8.) While it is generally agreed that EMR classes should be at the regular
public schools, serious consideration should be given to placing the SMR classes at
the Community Care Centers along with the sheltered workshops, training centers, and
other related services as is now done at the Orange Grove School.

9.) The State Department of Education or university departments of educa-
tion should establish a mental retardation instructional materials center to insure
classroom instruction of retarded children.
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RECOMMENDATIONS

C. Personnel Training

1.) Teacher Certtification
(a) Teachers for retardates should have to meet special re-
quirements for qualification.
(b) A time limitation for temporary placement should be re-
quired of all non-degreed and non-certified teachers and substitutes within these
special classes. No teacher shall hold tenure without certification and the salary shall
be less than that for certified teachers, with a supplement given only after certification.

2.) Other Professional Personnel

(a) Other personnel working with retardates should have basic
"exposure" to the problems of retardation, including training courses and classroom
visitation.

(b) Nurses, policemen, probation officers, and others working
directly with retardates should have supervised experience included in their training
programs (See the Public Awareness chapter for information on the present lack of
such training.) -

3.) Lay Personnel
(a) Information and training should be made available to such
groups as PTA's, diurches, Scouts, and other civic organizations.

4.) Administrators z
(a) Only certified and experienced personnel should be employed |
in administrative positions both on the state and local levels.
(b) A full-time supervisor of special education should be em-
ployed by local systems. [Initially , one person might serve two counties of low
population.

5.) Colleges and Universities
(a) Statutory uniformity of college and state requirements for
certification is strongly recommended.
(b) A screening committee at each institute of higher learning
should be responsible in the choice of personnel to be trained and certified.
(c) A guidance and counseling service should be available
throughout the training program of the potential teacher or administrator.
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VOCATIONAL TRAINING AND EMPLOYMENT

Assistance to the mentally retarded in securing employment is one of the
most important services that can be rendered to both the retardate and to the nation.
The preceding section, in which the need for adequate educational services was dis-
cussed, should be considered along with this section because success in the fields
of vocational training and employment of retardates depends on there also being appro-
priate educational opportunities. Beginning in the high school years and continuing
afterwards, there must be vocational training geared to the individuals work potential.
WITH ADEQUATE EDUCATION, VOCATIONAL TRAINING AND ASSISTANCE IN
JOB PLACEMENT, it is estimated that APPROXIMATELY 85% OF ALL RETAR-
DATES HAVE THE POTENTIAL TO FILL JOBS REQUIRING LIMITED SKILLS IN
COMPETITIVE EMPLOYMENT. The employment of this group will result in converting
individuals who are now the hard core unemployed and the welfare recipients into full-
fledged wage earners and taxpayers. The economic value of vocational rehabilitation
of the mentally retarded is clearly demonstrable. The Vocational Rehabilitation Ad-
ministration reports that 92% of the 5,900 retardates rehabilitated in 1963 had no
earmings at the time of acceptance and less than 1% earned $40. or more per week .
After receiving vocational rehabilitation (evaluation, training, placement and related
supportive services) 93% had earnings, with 44% earning $40. or more per week .

In addition to the employable 85% another 10% of the retardates are cap-
able of working in a sheltered environment; while for this group the economic benefits
are relatively insignificant, the increase in personal dignity experienced by the re-
tardate is immeasurable.

|. PRESENT OBSTACLES TO EMPLOYMENT AND OCCUPATIONS
FOR WHICH RETARDATES CAN BE TRAINED

The major obstacle to employment of retardates has been that employers are
either uninformed or misinformed as to the nature of mental retardation and to the fact
that retardates can be procuctive employees. As the public information program en-
visioned in the Public Awareness report progresses, employers will learn to use the
limited skills of retardates and how to supetvise them in order to bring out their full
potential. At the same time, fellow employees should then at least be more willing
to accept them and, hopefully, to assist and encourage them. Another obstacle to
employment is automation which by eliminating unskilled jobs throws displaced, cap-
able persons into competition with retardates for those similar, remaining jobs. The
solution to this problem is more complex than that of the first obstacle, but technological
progress appears to be creating jobs in the new space-age industries which will absorb
the fully capable workers. Furthermore, experience has shown that retardates often
make the best employees in service industries, a sector of the economy which is pre-
sently undergoing substantial expansion. These jobs, such as kitchen workers, bus
boys, janitors and yardmen, are preferred by retardates because of their routine and
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repetitive nature while these same reasons often cause dissatisfaction and high turn-
over among normal employees. Retardates can also perform adequately the more simple
jobs in factories and department stores and do basic construction work.

Parental attitudes also pose problems. A well motivated retardate can be
frustrated and confused if his parents scorn the type of work he is capable of doing and
willing to do; the rate of pay he can expect to earn, or the environment in which he has
found employment. The placement officer will have difficulty placing a retardate even
after he has had adequate education and vocational training if the parents fail to under-
stand and cooperate.

Il. VOCATIONAL REHABILITATION

A. Evaluation

As pointed out in the chapter on Community Care Centers, there is a need
for a sheltered workshop and a vocational training service in every county in Tennessee,
except possibly in the sparsely settled rural areas. Before a training program can be
planned for any retardate, it is essential that there be an evaluation of his vocational
potential. This evaluation will reveal the limits of the individual's ability and deter-
mine his occupational classification by considering his iiental and physical abilities,
personality traits and his social background. However, it must be clearly understood
that no evaluation can be considered valid, unless the MR evaluee has been given
adequate time (often a week or more) to establish a feeling of security in the new en-
vironment, and a rapport with the evaluator, both of which will provide motivation and
allow him to demonstrate his maximum potential.

At the completion of the clinical testing period, depending on the findings
of these tests, the retardate should be assigned to either the sheltered workshop or
the training center where further evaluations will be made.

B. Training

The tvpe of educational and training program in which the retardate is in-
volved has a direct bearing on his subsequent employability. It must be recognized
that this is a "special® program and that "normal" educational concepts are inappli-
cable. The training of a retardate must be pointed toward making him as employable
as possible within the range of jobs for which he is suited, not necessarily directed
toward a traditional education in the'three R's." For example, numbers should be
taught to enable the individual to know when he has placed a certain number of bolts
in a package - with little or no regard for the idea that he should understand the con-
ceptual nature of numbers. It must be remembered that education and training are
not ends in themselves, but only a means to the end that each retardate will be equip-
ped as best possible to achieve the fullness of life for which he is capable.
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1.) Sheltered Workshops. - Following the initial evaluation of the individ-
ual's vocational potential, he should be assigned to either a sheltered workshop or a
vocational training center. THE FUNCTION OF THESE TWO AGENCIES MUST NOT
BE CONFUSED. A sheltered workshop should be intended primarily to provide terminal
employment for those whom the evaluation tests have shown cannot function satisfactor-
ily in competitive employment. The sheltered workshop may also serve in a holding
capacity for those who require long term habit training before they can be made avail-
able to outside industry. A vocational training center, on the other hand, is intended
primarily to train for eventual placement in competitive employment. This should not
be interpreted to mean that there will be no movement between these two operations as
evaluation will continue in both. It may often be desirable for both the workshop and
the training center to he housed together under one administrator.

In operation, the sheltered workshop is intended to afford employment for
those who cannot, AT THE TIME OF REFERRAL, function satisfactorily, in compet-
itive employment. Careful evaluation, PRIOR TO, NOT AFTER, referral, must be
used to provide the criteria for classification as Sheltered Workshop "Employees".

The evaluation process should be deliberate and thorough. It should be conducted in
both clinical and actual work situations. Thus, an applicant, having received maximum
benefits from his Special Education Classes, should be sent to the DVR Counselor who,
in turn, arranges with the Evaluation Center for job sampling and other testing. Follow-
ing a two to three week testing period in the clinical setting, the evaluee is tried out in
actual work situations under trained leadership to determine his worker characteristics
of concentration, self-control, etc.

If the final report indicates that there is no potential for other than the
simpliest jobs AT THIS TIME, then the referral is made to the Sheltered Workshop
oh a long term or terminal employment basis. Many evaluees may be found to have a
work potential buried beneath unacceptable personality characteristics or correctable
physical or mental habit limitations. These evaluees are designated for a long range
program of work habit training, personality development and work therapy within actual
production situations. They are constantly supervised, coached, corrected and proper-
ly motivated toward self-improvement. They operate in a special department of the
Sheltered Workshop. A specific program is recommended for each-individual based on
his particular limitations and assets with emphasis on training for ultimate placement
in outside employment rather than being in the Sheltered Workshop as an end in itself.

Even those diagnosed as suitable only for terminal work should be period-
ically re-evaluated every two or three years, or sooner if improvement is noticeable.
Concurrent with evaluation, work habit training and personality shaping, weekly
placement classes are conducted for all. Here in the company of his peers, the poten-
tial employee is taught by precept and example how to find a job for himself. It is,
in effect, group psychology applied to the business of getting and holding a job.
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A Placement Officer, using the final report of the Evaluation Coordinator acts
upon recommendations of specific jobs and types of work for each evaluee-trainee at
the completion of his pre-employment program. Once placed, follow-up on a schedule
of counseling the worker and conferring with the employer anticipates and hopefully
prevents problems of job adjustment and promotes mutual acceptance.

The above described program functions within the Memphis Goodwill Industries
: and is applicable to the larger Sheltered Workshops that are developing in metropolitan
areas.

Under most circumstances the sheltered workshop is intended to provide full-
time emp'asyment at simple tasks at less than full rates of pay. Contract work is
nommally performed for local industries on a per piece basis. Production of simple
articles for direct sale may also be undertaken. In addition to a relatively small pay-
check, the participants are kept busy in a congenial atmosphere, receive training in
social as well as manual skills, and have the satisfaction of being productive.

Although a sheltered workshop may be designed primarily for the retarded, there
are advantages to including other handicapped persons in the program. Those who are
physically handicapped but mentally normal can perform tasks that cannot be performed
by the mentally retar ded, particularly administrative ones. The range of job contracts
that can be fulfilled is widened, thereby giving the retarded greater job variety. Pres-
ence of the physically handicapped also widens the social experiences of the retarded
and can also be expected to broaden the program's community support. However, it
cannot be over-emphasized that such combined-workshops must not be allowed to grav-
itate toward serving the physically retarded at the expense of the mentally retarded.

Other problems which now limit the workshop system in Tennessee, presently
numbering ten centers, are:

(1) Limits established for eligibility on the basis of mental retardation,
that is, the 50-60 1Q spread exclude feasible cases.

(2) Some workshop management has not yet developed to the full level
of competence needed to offer the retardate the wide spectrum of training and counsel-

ing he requires.
(3) Some workshops provide no training for specific jobs available in

the labor market. It seems to be assumed that the retardate will make a "transfer of
learning" from the workshop skill to the skill required in full time employment, but

this may not occur.
(4) The Division of Vocational Rehabilitation Counselor, without

additional training or reduction of his other duties, is expected to handle the caseload

in the center in its area in addition to his reqular caseload.
(5) There is an insufficient use of the workshops as a means of pro-

viding terminal placement of retardates unqualified for employment elsewhere.
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2.) Vocational Training Centers. - Vocational training as used in this re-
port is primarily preparation for placement in competitive employment. It includes
emphasis on three major objectives: (1) occupationai training, (2) work adjustment
training, and (3) personal adequacy training. OCCUPATIONAL TRAINING usually
involives contract work obtained from local industries and is intended not so much to
produce shop income and pay for the trainee as to provide work experience that will
enable the trainee to fit himself into local employment opportunities. The exclusive
use of contract work is of limited value. An analysis of the kind of contract work
available (esrzcially in non-industrial communities) reveals that such work is usually
a "nuisance job" the employer is glad to remove from his production line. He rarely
accepts a diagnosed retardate in the factory environment and virtually never in the
production line. Therefore, such "occupational training” is not used as such. Em-
phasis should be placed on producing quality work in service type jobs - a truly good
clean-up man; an efficient, careful, reliable dishwasher, shoeshiner, parking lot
attendant, etc. This requires specific training as a clean-up man, as a dishwasher,
as a shoeshiner, etc. Work adjustment training is intended to teach the trainee to
get along with his supervisor and co-workers and to put in a full day's work for a
full day's pay. Personal adequacy training primarily teaches the trainee to dress amd
act properly. The total training situation should simulate the genuine work situation
as closely as possible so that the change will not be too abrupt when the trainee does
enter the field of competitive employment,

After a four to six week period, many trainees are ready for vocational place-

ment as their vocational aptitudes have heen ascertained, their work abilities eval-
uated, and their vocational training completed. But there are other individuals who
for some reason - e.g, are deeply withdrawn, need to learn perseverance, need to
learn how to respond properly to directions -- need to be held for long-term work -
habit development in a program tailored especially to correct their problems. There

is substantial rehabilitative influence in the element of time. Training centers should
not hesitate to keep individuals needing long-temn training because retardates can be
brought up to a point and if time does not allow for them to be retained within an en-
vironment related to that for which they are being prepared, they retrogress rapidly
when returned to community life,

3.) Residential Facilities. - Residential facilities are needed at the shel-
tered workshops and training centers for those individuals who have no homes or can-
not commute daily. Most would be encouraged to return home on week-ends to main-
tain contacts with their parents and families and to obtain needed comfort and advice.
Also needed are "half-way houses" which would be a similar unit but derive their
name from the mature of the role they would play -- a stop half-way between the res-
idential facilities and a normal home. These "houses" could provide further training
in being independent yet would have recognizable ties to the residential facilities so
as not to sever the trainee's sense of security too abruptly. The lack of domicillary
arrangements is a serious handicap in the utilization of the services already avail-




able and their development must coincide with the construct ion of training centers if
maximum benefits are to be realized from the latter.

C. Placement and Follow-Up

When the retardate is ready for competitive employment, whether after four
to six weeks of training ot after long-term work habit development, his prospects for
securing a job are improved if there is a placement service operated by the evaluation
and training center. Special job opportunity analysis, placement techniques, and
follow-through are required for this handicapped group and should be provided by the
Division of Vocational Rehabilitation. Most of a placement service's work involves
negotiating with employers to arrange longer learning periods and increased instructions
for the retardate and for follow-up privileges for placement service employees. The
follow-up contacts with the placed worker must not be so frequent as to become a nuis-
ance to the employer, yet they must be often enough to insure that the retardate has
assistance in settling down to his job.

Recent experiments and practice indicate that some retardates are capable
of placing themselves. This should be encouraged when appropriate; with these in-
dividuals being taught the proper technigues of job finding, as a part of their training
process.

111. INTERAGENCY SPONSORSHIP

Under the plan envisioned in the chapter on Coordination and Implementation,
various state departments will be involved in the operation of these vocational training
centers. It is, therefore, imperative that the role of each department be clea ly de-
lineated, responsibilities assigned, and channels of communication established in or-
der that the centers might operate efficiently and harmoniously. A few general thoughts
on the roles of some state departments are as follows:

(1) The Department of Education would provide for the educational
and occupational training through the Division of Vocational Education and Division
of Vocational Rehabilitation.

(2) The Department of Public Welfare would provide those services
consistent with its operations since many retardates are on welfare roles.

(3) The Department of Public Health would provide health setvices
for the centers. |

(4) The Department of Mental Health would provide psychological
and psychiatric personnel. '

(5) The Department of Employment Security would be responsible for
securing employment opportunities.

" (6) The Personnel Departmert and all other state agencies need to
develop an appreciation for the work rotardates can do and by the hiring of them set an
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example for private industries.

This well illustrates the need for a special high-level coordinator for the
retarded as discussed in the chapter on Coordination and Implementation.

IV. CONCLUSIONS AND RECOMMENDATIN S

Our society has not yet decided to make the degree of social and economic
investment which will have a significant impact upon the training needs of the mentally
retarded. Until this decision is made, many retardates will have to endure the loss
of dignity, isolation from society, and the other by-products of long-term idleness
throughout most of their working lives.

This is presently true even though experience shows that with the proper
training 85% of the retarded can qualify for productive work in a large number of com-
petitive occupations. To prepare these individuals for the world of work and a fuller
life in Tennessee, the following major recommendations are made:

1.) A Speciai Assistant to the Governor should be appointed with
authority to coordinate the activities of the various divisions of the state government.

2.) The educational and training objectives of special education
should be reviewed with the primary motives being pointed to the development of (a)
occupational adequacy, (b) social competence consistent with the work level a
retardate will assume, and (c) personal adequacy.

3.) Legislation should be enacted to provide pre-school or prepara-
tory classes for retardates.

4 .) Area diagnostic centers should be developed or existing community
mental health centers should be expanded to service families of the retarded. This is
important because at present the family of the disadvantaged individual is usually the
forgotten and neglected problem.

Only when the counselor or instructor achieves parental cooperation
does the retardate make the occupational plan whole-heartedly his own, with a feeling
of security - only then is he "able and willing to accept employment suitable to his

ability."

5.) Adequate work - school experiences should be provided for
youngsters as they move into the working age.

6.) The training centers now being established across the state should
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be developed into Comprehensive Work Evaluation and Training Centers incorporating
a well-planned job placement and follow-up program. These centers should expand
their programs to handle also the more severely retarded.

7.) Once a person is served by the Division of Vocational Rehabilita-
tion, his case should not be closed a "rehabilitated"” until at least six months in em-
ployment have passed rather than the present two months. The regulations should also
: be altered to make further services to a client readily available as he needs them.

8.) The state should provide assistance in developing more sheltered
workshops in connection with the work training centers.
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COMMUNITY CARE CENTERS

Throughout the nation there has been a growing awareness of the need to
keep the retarded in the community insofar as this is possible. Institutional care is
not the answer for several reasons. First, institutions are full to overflowing despite
unparalleled construction of new facilities. Clover Bottom Hospital and School of
Donelson, Tennessee, houses some 1,400 patients and has a waiting list of a third
this number. Recent construction of Greene Valley Hospital and School near Greene-
ville, Tennessee, with a present 900 bed capacity, has not relieved the situation
and already has a waiting list itself approximately equal to its capacity. Planned con-
struction of a state institution at Memphis with a capacity of 1,400 will only relieve
the pressure temporarily. Secondly, institutional care is expensive and is growing
more so. Original construction now costs in the order of $12,000 to $15,000 per
bed. Operating costs have risen from about $2.50 per patient per day at Clover
Bottom in 1959 to a present average cost of about $5.00. Total cost now averages
about $14.00 a day. Operating costs alone are far more expensive to the taxpayer
than care in the community. Thirdly, institutional care is not the answer as far as
patient welfare is concerned, except in relatively few cases. This is true because
institutions generally do not contribute to the development of the reta ded and it has
now become clear that with proper education and training approximately 85% of all re-
tardates can hold jobs and become reasonably responsible citizens. Furthermore, it
is in the community that the educated and trained retardates will find jobs. Because
of these considerations, strenuous efforts must be made to reserve beds in the state
institutions for only the most extreme cases of retardation. All others should, insofar
as possible, be kept in the community. Community programs and facilities must be
developed to provide retardates with tke diagnosis, care, education, training and job
placement that are required to help them become productive members of society.

I. COMMUNITY SERVICES FOR THE RETARDED

A community care center may be simply a building or a group of buil dings
housing a variety of coordinated services (evaluation, care, education, training, job
placement) for retardates of the community; or it may be a central building housing
most of the services with other services housed elsewhere in the community but with
all services coordinated by a single community organization. If the retarded are to
be productive members of the community, this wide variety of setvices and facilities
must be provided.

It is recognized, as a practical matter, that it is most unlikely that
Tennessee communities will, in the immediate future, be able to provide the full
array of services recommended. Nevertheless, it is a goal toward which energies
should be directed. Obviously, it would be impractical to attempt to organize all of
these services in the less populous counties, but they could be made available from
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regional centers and most could be obtained from centers organized by several ad-
jacent counties.

A. Regional Services

Six regional centers should be organized to provide a complete array of ser-
vices for the retarded of these areas and to provide supplementary services for the
smaller surrounding counties. These six centers should be in conjunction with major
universities in order to facilitate research projects and to take advantage of the
specialists needed on a part-time basis. The locations which appear most appro=
priate are:

1.) Memphis (built around UT Medical School and Child Develop-
ment Clinic).
2.) Jackson
3.) Nashville (built around Vanderbilt University and Peabody College).
4 ) Chattanooga (built around Orange Grove School and University of
Chattanooga).
5.) Knoxville (built around University of Tennessee and UT Hospital).
6.) Johnson City (built around East Tennessee State University).

All of these cities have major universities except Jackson, but a center is
necessary there to give a good distribution across the state. The six counties in
which these cities are located include 46% of the state’s population. The major
services which should be provided by all six of these regional centers are described
briefly in the following paragraphs:

1.) Comprehensive Diagnostic Services. Whether a retardate can
stay in the community or must have Thstitutional care, the type of training and educa-
tion he can assimilate, the probability that he can become partially or wholly self-
sufficient, and the counseling that must be given his parents are all dependent upon
the quality of the diagnosis. Yet diagnosis is the weakest link in the chain of ser-
vices in Tennessee as only the Child Devel opment Clinic in Memphis now performs
a comprehensive diagnosis. The services of this one clinic are limited by its geo-
graphical location and lack of funds.

Diagnosis requires from a week to six weeks with the child in residence
throughout this time and with the parents present at least on the first day to provide
background information and on the last day to receive instructions and training. Diag-
nosis must be repeated at ‘intervals to check on progress and changes. As the child
approaches physical maturity, evaluation replaces or supplements’diagnosis in that
the goal is then to determine the kinds of work in which he is most likely to succeed
so that his education and training can be programmed accordingly. While partial
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diagnosis or screening may be carried out in the smaller community centers, only the
regional centers can be expected to have the array of specialists needed for compre-
hensive diagnosis. For the type of "interdisciplinary" diagnosis needed, see "Case
Finding and Comprehensive Diagnosis"”, Section IV.

2.) Pre-School Classes. Starting at about age three, these classes
are needed to help retardates particularly those from low-income families, to develop
basic self-help skills, to provide socialization and group training, and to teach pre-
academic skills, particularly language development. This training may be continued
beyond age six, perhaps to age eight or ten, for some of the retarded to enable them
to develop the habits and skills needed before entering the special education classes.

3.) Special Education Classes. This subject will receive only brief
mention here because the chapter on Special Education Services deals with it fully,
While these classes have existed in a few Tennessee communities since about 1953,
they are still not available in many counties. Yet these classes are the backbone of
community programs for the retarded. The regional centaers and community centers here-
in proposed should be equipped to accept children from surrounding counties with popu-
lations too small to warrant these classes on a courity basis.

There is a need to re-examine the present arrangement of having only EMR
(educable mentally retarded) and SMR (severely mentally retarded) classes. Perhaps
the classes, at least at the regional centers where there are sufficient students, should
b